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DEDICATION

The Starfish Story

There was a young man walking down a deserted beach just before dawn. In the distance
he saw a frail old man. As he approached the old man, he saw him picking up stranded starfish
and throwing them back into the sea. The young man gazed in wonder as the old man again and
again threw the small starfish from the sand to the water. He asked, “ Old man, why do you
spend so much energy doing what seems to be a waste of time.” The old man explained that the
stranded starfish would die if left in the morning sun. “ But there must be thousands of beaches
and millions of starfish!” exclaimed the young man. “ How can you make any difference?”

The old man looked at the small starfish in his hand and as he threw it to the safety of the
sea, he said, “ It makes a difference to this one!”

- Author unknown

This Plan is dedicated to those with cancer and their loved ones and
acknowledges their courage. It salutes all those providing care and finding
cures. And it memorializes all those who have gone, especially John Slade,
M.D., physician, advocate and Plan reviewer. To all, thank you for making a
difference and helping to tell New Jersey’s story.
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Executive Summary

HISTORY

ccording to a recent Eagleton survey, cancer is the leading health concern among

New Jersey’s citizens. In 1999, a New Jersey Department of Health and Senior Services
(NJDHSS) Interna Strategic Cancer Planning Team identified the need for a more systematic
and integrated approach to cancer prevention and control and identified priority
recommendations as reflected in the Srategic Plan for Organizing Cancer Control in
New Jersey (1). One recommendation in the strategic plan was that the state develop and
implement a comprehensive cancer control plan.

New Jersey has a rich history of cancer planning and public hedth efforts that provide a
foundation for such a plan. The earliest planning efforts in cancer prevention and control
involved the development of site- and risk-factor specific programs. Since the 1970s, cancer
control stakeholders have made major contributions by establishing cancer awareness programs
directed toward various New Jersey populations. These include a coalition to fight tobacco use,
The Advisory Committee on Smoking OR Health, and several programs to provide free or low-
cost cancer screening to the medically underserved. In 1992, the State Cancer Plan, initiated by
a task force composed of approximately 50 representatives from key private and public
organizations, outlined a comprehensive approach to reduce cancer mortality. All of the
initiatives cited above, along with many other activities led by both public and private agencies,
laid the groundwork for addressing the full spectrum of cancer control activities throughout the
state in a coordinated and cost-effective manner.

In 2000, former Governor Whitman issued Executive Order 114 establishing the Task Force on
Cancer Prevention, Early Detection and Treatment in New Jersey (henceforth known as the Task
Force). The Task Force was charged with addressing the impact of cancer on New Jersey
citizens. More specificaly, the Task Force was authorized to evaluate historic, current, and
emerging trends and produce a document that would become a blueprint for cancer control
efforts in the state over the next five years. In conjunction with this process, the NJDHSS, aong
with the University of Medicine and Dentistry of New Jersey/School of Public Health and the
New Jersey Commission on Cancer Research, hosted two educational roundtable programs.
These roundtables fostered collaboration among cancer control stakeholders and represented a
starting point for developing a new, more comprehensive approach to cancer prevention and
control in New Jersey.

New Jersey began the formal process of developing a comprehensive cancer control plan with
the appointment of the 16 Task Force members and the establishment of planning support from
the NJDHSS Office of Cancer Control and Prevention (OCCP). The Task Force formally began
its work with a meeting convened on January 29, 2001. The Task Force's first action was to
adopt the Centers for Disease Control and Prevention’'s (CDC) operational definition of
comprehensive cancer control as “an integrated and coordinated approach to reducing cancer
incidence, morbidity, and mortality through prevention, early detection, treatment, rehabilitation,
and palliation” (2). The Task Force further developed a mission statement, goals, and objectives
based on the parameters of the Executive Order.

Executive Summary - iii
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Utilizing the comprehensive cancer control framework developed by the CDC, the Task Force
designated eight workgroups to undertake background research and strategy formulation for
specific areas of the New Jersey Comprehensive Cancer Control Plan. Seven workgroups
focused individually on specific cancer sites including breast, cervical, prostate, lung, melanoma,
colorectal, and oral/oropharyngeal cancers, thus aligning Task Force efforts with the Healthy
New Jersey 2010 goals relating to cancer. The Task Force recognized that the Healthy
New Jersey 2010 goals were projected for ten years and alowed for further planning beyond the
five-year implementation period envisioned for the Comprehensive Cancer Control Plan. The
eighth workgroup addressed overarching issues that crossed multiple cancer sites and risk
factors, such as advocacy, paliation, access to care, childhood cancer, and nutrition and physical
activity. Additionally, the Overarching Issues Workgroup explored a number of emerging issues,
including access to clinical trials, cancers associated with the Human Immunodeficiency Virus
(HIV) pandemic and other infectious diseases, cancer survivorship, and complementary and
alternative medicine. The Overarching Issues Workgroup recommended further consideration be
given to these issues as additional evidence emerges.

The Task Force workgroups are comprised of decison-makers from medicine and nursing,
academia, community health groups, public health representatives, health and human service
agencies and organizations, and cancer survivors, all of whom are stakeholders in cancer
prevention and control. Operationalizing the CDC's framework for comprehensive cancer
control, the workgroups became an “organization of organizations’ committed to planning and
implementing together, using an evidence-based process. Workgroup members set about
developing goals and objectives and prioritizing strategies based on a variety of data sources,
including the New Jersey State Cancer Registry, a designated registry of the National Cancer
Ingtitute’s Surveillance, Epidemiology and End Results (SEER) program. Epidemiologists
dedicated to each workgroup provided planning data and current research, a model which was
recommended by the CDC. This active and broad involvement by key stakeholders reflected a
multidisciplinary, whole-person, population-based approach to service delivery that represents
the core principle of the New Jersey Comprehensive Cancer Control Plan. Integral to the
process has been the input of cancer survivors, and their wisdom and experiences have been
noted throughout the Plan.

The planning stage of New Jersey’s comprehensive cancer control initiative was complemented
and supported by the guidance and counsel of the Battelle Centers for Public Health Research
and Evaluation (Battelle) and was marked with atwo-day site visit by two Battelle staff members
to NJDHSS in May 2001. Their findings, summarized in a case study report, benchmarked the
progress that had been made to date in comprehensive cancer control planning in New Jersey and
recommended next steps. Battelle — instrumental in the development of the CDC conceptual
model for comprehensive cancer control designed with input from six “model planning states”
and six CDC implementation grantees' — assessed New Jersey’s progress in the six core areas of
the Conceptual Model. These core areas are (1) assessing/addressing the cancer burden, (2)
enhancing infrastructure, (3) mobilizing support, (4) utilizing data/research/evauation, (5)
building partnerships, and (6) institutionalizing the initiative. Battelle found that New Jersey had
a well-developed coordinating infrastructure, rich data resources, a high level of existing support

! The six model planning states for comprehensive cancer control were Arkansas, 11linois, Kansas, Kentucky, Maine,
and Utah. The six CDC implementation grantees were Colorado, Massachusetts, Michigan, North Carolina, the
Northwest Portland Indian Health Board, and Texas.
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in terms of both funding and political will, and a firm basis for expert, broad-based planning in
the composition of its Task Force. “New Jersey not only has the ingredients for a successful
comprehensive cancer control planning effort — with well beyond the minimum needed in each
of the core areas — but also has a considerable head start on ingtitutionalization.”
“Institutionalization” is the end point of an ideal comprehensive cancer planning process, the
point at which comprehensive cancer control becomes a new and widely accepted way of “doing
business’ and the planning body becomes an expert forum for debating cancer control issues (3).

TELLING NEW JERSEY’S STORY

he Task Force workgroups began by examining best practices from such states as Kentucky,

Maine, Michigan, and North Carolina, who gave generously of their advice and expertise.
With a total of nearly 350 volunteers, the various workgroups applied the CDC framework,
which consists of four phases of development moving from “setting optima objectives’ to
“implementing effective strategies’. The phases are aso incorporated into a cycle that allows for
continual revisiting of efforts invested in cancer issues. The product of each workgroup,
reviewed by externa peer reviewers, was then submitted to the Task Force along with priority
recommendations. The Task Force included in the Plan issues raised by its workgroups and
subcommittees, along with their respective goals, objectives, and strategies. However, the Task
Force aso recognized that for successful implementation, the Plan must “start” somewhere. For
this reason, the top priorities from each workgroup are presented below.

Access and Resour ces Workgroup — I dentification of Need

Barriers in New Jersey can restrict residents' timely access to proper healthcare, thereby limiting
their ability to achieve the best outcomes. Determining the unmet cancer care needs and barriers
to our state’'s population — and the special subpopulations within it — may aid efforts to improve
access to care. Community-level needs analyses are essential to guiding the cost-effective and
efficient deployment of limited resources.

Advocacy Workgroup — Internal Structure and Funding

Advocacy has been incorporated as a major strategy for advancing the Plan, with the goal of
ensuring all citizens access to education, screening, and quality cancer care. By building
capacity through recruitment of key stakeholders, advocacy for funding of and support for the
Plan can be fostered to assure its successful implementation for the benefit of all New Jersey
citizens.

Childhood Cancer Workgroup — Adolescent and Young Adult Treatment

Cancer in adolescents and young adults is more common than in younger children. However, the
survival rate for young adults has not kept pace for specific types of cancers seen in both groups.
Educating healthcare providers about the availability of existing clinical research protocols and
identifying how current psychosocial needs are being met are among the goals for improving
care for the 15- to 19-year-old cancer patient.
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Nutrition and Physical Activity Workgroup — Cancer Prevention

Although the body of literature demonstrating the correlation between dietary intake and reduced
risk of cancer is large and fairly consistent, many aspects of the relationship between diet and
cancer are not completely understood. Evidence for the role of physical activity in reducing
cancer risk is also accumulating. Educating all New Jersey residents about healthy eating
patterns, heathy weight, and adequate physical activity for cancer prevention through a fully
funded comprehensive nutrition program is necessary.

Palliation Workgroup — Education

Pdlliative care is likely to become the practice norm in mainstream U.S. healthcare in the coming
decade, with the potential for New Jersey cancer patients in need of paliative care services very
high. Despite advances, many New Jersey cancer patients still suffer from unmanageable
symptoms. Alleviating barriers to effective palliative care by addressing the lack of awareness
among healthcare professionals and the public is the first step to improving quality of life for
New Jersey cancer patients.

Breast Cancer Workgroup —Awareness and Education

Approximately 1,400 New Jersey women will die from breast cancer in 2002, and New Jersey
data reveal that, while white women have a higher incidence of breast cancer, black women have
a higher mortality. In an effort to increase screening, increase early diagnosis, and ultimately
decrease breast cancer death rates in New Jersey, education of many constituencies with a
consistent message must be undertaken.

Cervical Cancer Workgroup —Accessto Care

Cervical cancer is a preventable and curable disease when detected early. Those populations that
are currently not being screened for cervical cancer in New Jersey must be identified. This can
be accomplished through studies to develop a more comprehensive database of cervical cancer
morbidity and mortality in the state and through analytic work that targets needed service
improvements and barrier removal. The Plan proposes that populations at high risk for cervical
cancer be identified and the reasons for that high risk investigated, thereby providing information
needed to develop solutions for barriers to care.

Colorectal Cancer Workgroup —Awareness and Education

New Jersey has the highest incidence rate of colorectal cancer in the country for males, and the
second highest rate for females. Education and enhancing awareness of the public, healthcare
professionals, and third-party payers must be encouraged to facilitate dialogue, to increase the
utilization of colorectal screening tests and to reduce personal, social, and economic barriers to
screening.  Only through recognition of colorecta cancer as a magor heath problem will
New Jersey be able to effectively impact incidence and mortality rates from this disease.

Executive Summary - vi



New Jersey Comprehensive Cancer Control Plan

Lung Cancer Workgroup — Tobacco Control

Lung cancer accounts for 25% of all cancer deaths in New Jersey and is the most common cause
of death; however, both incidence and mortality are declining. In 2002, the American Cancer
Society estimates that 4,900 new lung cancer cases will be diagnosed in New Jersey compared to
6,200 diagnosed in 1998. Tobacco control has been recognized as the most effective approach in
the prevention of lung cancer. The Lung Cancer Workgroup, recognizing the ongoing efforts of
the New Jersey Comprehensive Tobacco Control Program, recommends support of the long-
range goals of this successful initiative.

Melanoma Workgroup — Awareness

The top priority of the Melanoma Workgroup is communicating the fact that malignant
melanoma is a life-threatening disease through the development of a multi-level, multi-faceted
awareness campaign. This awareness campaign, which will also be beneficia to those with non-
melanoma skin cancers and other sites for malignant melanoma, is of particular importance to
New Jersey with its active coastal community. The development of initiatives that target
diagnosis through early detection and screening provide the opportunity to impact the state’s
rising melanoma incidence rate, which ranks eighth in the nation.

Oral and Oropharyngeal Cancer Workgroup — Public Awareness

Oral and oropharyngeal cancer requires specia attention, as the public is only minimally aware
of cancers occurring in this body region. Nor is the public aware of lifestyle behaviors that
increase risk for these diseases, signs and symptoms of the diseases, and locations where oral
cancer screenings may be obtained. Enhancing public awareness in New Jersey through a
collaborative effort with local and national organizations will positively impact all populations.

Prostate Cancer Workgroup — Public Awareness and Education

Cancer of the prostate is the most prevalent of all cancers in men because of the sow tumor
growth rate and improved survival rate. However, there is no scientific consensus on the
effectiveness of prostate cancer screening in reducing deaths, and effective measures to prevent
prostate cancer have not yet been determined. Until there is scientific consensus, empowering the
public through education about early detection remains the most powerful tool. It isimperative
to inform the public regarding the pros and cons of prostate cancer screening so that educated
decisions about screening and treatment can be made.

WHAT THE FUTURE HOLDS

n a report prepared for the CDC, entitled Essential Elements for Developing/Expanding
Comprehensive Cancer Control Programs(4), four elements are cited as essentia for planning
and implementation:

State health department leadership and commitment
Public-private partnerships
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Access to data and scientific expertise
Resources

NJDHSS has demonstrated its willingness to dedicate staff, resources, and attention to initiating
and maintaining comprehensive cancer control planning. The OCCP, on behalf of the Task
Force, has coordinated efforts with private partners and state programs. This process has
maximized the collaboration of multiple divisons within the NJDHSS, among them the New
Jersey State Cancer Registry, Family Health Services, and the New Jersey Commission on
Cancer Research. The OCCP has effectively communicated with a wide variety of stakeholders
throughout the planning process and will continue as facilitator and coordinator throughout the
implementation phase.

However, implementation of the New Jersey Comprehensive Cancer Control Plan will require
intensive collaboration among its public and private partners. An impressive collaborative effort
has already produced this document. Yet New Jersey’s comprehensive cancer control initiative
can only continue to grow by expanding the efforts of the nearly 350 volunteers who have
aready invested their time, energy, and expertise to make this Plan happen. As the workgroups
transition into implementation teams, they will be networking with existing, successful
programs. This will continue to build relationships, broaden membership, and expand cancer
control activities to achieve the Plan’s goals.

The cornerstone of implementation will be conducting a statewide Cancer Capacity and Needs
Assessment that will bring together information on the cancer-related efforts of both public and
private agencies into a centralized resource for New Jersey’s many constituents. Access to data
and scientific expertise is needed to assess needs and identify gaps in cancer programs and
services. Community-level prevalence data are especialy important to improving delivery of
effective and appropriate interventions. Finally, the availability of adequate evauative
information is crucial, not only for effective implementation of the Plan, but aso for
development of future plans.

No discussion of plan implementation would be complete without addressing the need for
funding. However, asthe CDC points out in its Guidance Document for Comprehensive Cancer
Control Planning, the ongoing activity of mobilizing support involves more than merely
securing funding. It requires a broad campaign that will provide visibility, develop political
good will, and enhance awareness of community leaders who can become advocates for both
funding and implementing portions of the Plan (2). Current and new partners must be engaged
in comprehensive cancer control, not only for their expertise, but also as key decision-makers
who can advocate persuasively for and deliver on commitments to plan implementation.

The value of the Comprehensive Cancer Control Plan is better integration and coordination of
cancer control activities among all New Jersey agencies and organizations. This collaborative
effort will reduce duplication and improve the delivery of programs at the state and community
levels. Ultimately, this will benefit every citizen in New Jersey. Together we can make a
difference.
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The Burden of Cancer in New Jersey

A DEMOGRAPHIC PICTURE OF NEW JERSEY

ew Jersey is a geographicaly small, but heavily populated state. The state's population of
over 84 million is the ninth highest in the nation. According to the 2000 Census,
New Jersey isthe most densely populated state, with 1,134 persons per square mile.

Figure 1 demonstrates the racial composition of New Jersey. According to the 2000 Census,
though still a majority, the white population in New Jersey is decreasing, while populations for
al other races are increasing. Approximately 13.3% of the population were Hispanic of any
race, which accounts for 55.4% of New Jersey’s total population growth from 1990 through
2000.

Figure 1. Breakdown of New Jersey population by Race, Based on 2000 Census

13.6% B White

5.7% B Black

0.2% ) .
O Asian and Pacific
5.4% Islander
B American Indian or
0,
2 Alaska Native
72.6% 0 Some other race

JTwo or moreraces

The 2000 Census also reveded that New Jersey’s population is also older than the national
average, with a median age of 36.7 years as compared to 35.3 years for the nation. The
percentage of the population aged 65 and older is 13.3% in New Jersey and 12.4% in the nation
as awhole. Similar to the national trend, the oldest age group (85 years and over) is growing at
the fastest rate, growing by 43.1% in New Jersey and 38.1% in the nation from 1990 to 1999 (1).
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The 2000 Census demonstrated that New Jersey ranks first in the nation for median household
income ($54,149). It follows, then, that the percentage of New Jersey’s population living in
poverty is much lower than in the nation as a whole. According to a 1997 model-based estimate,
9.3% of New Jerseyans had income below the poverty level, compared to 13.3% nationaly.

Additionally, adult New Jerseyans exceed national estimates of average educational attainment.
For persons 25 years and over, in 1999, 87.4% of state residents 25 and over had completed high
school, compared to 83.4% nationally, and 30.5% had completed a bachelor’s degree or more
compared to 25.2% nationally (2).

CANCER INCIDENCE IN NEW JERSEY

I n 2000*, the data reported to the New Jersey State Cancer Registry (NJSCR) indicate that
42,525 cases of invasive cancer were diagnosed among New Jersey residents. Males (all races
combined) had a rate of 591.4 per 100,000** compared to females (all races combined) who had
arate of 445.2 per 100,000** (Figure 2). The American Cancer Society predicts that in 2002,
the incidence rates will be 513.4 per 100,000 males and 377.3 per 100,000 females (3). Since
1995, more cancers are being diagnosed in the early stages (in situ and local); however, this
number is only 50% (Figure 3). In the paragraphs below, the most striking patterns from the
New Jersey State Cancer Registry statistics for age, race, and gender are highlighted, taking into
account fluctuations and trends in incidence data for years prior to 1995. Incidence data for
years prior to 1995 can be viewed on the New Jersey Department of Health and Senior Services
(NJDHSS) website, www.state.nj.us’health, and can aso be found in previousy issued
New Jersey State Cancer Registry cancer incidence reports.

Males. Data from the New Jersey State Cancer Registry (NJSCR) demonstrate that the overall
cancer incidence rate for New Jersey males increased through 1992 and then began to decline.
While white males mirrored the overal trend for New Jersey males, black males have seen a
continuous decline since 1995. Lung cancer incidence rates (all races combined) were stable
from 1994 through 1998 and then a decrease was seen in 1999 and 2000*. The same trend is
seen in black and white males diagnosed with lung cancer, athough the incidence rates are
dightly higher among black malesin New Jersey. Overall, New Jersey prostate cancer rates (all
races combined) were 184.8 per 100,000** in 1995 compared to 192.2 per 100,000 in 2000*.
Maignant melanoma of the skin increased from 16.2 per 100,000** in 1995 to 21.6 per
100,000** in 1997 and decreased to 18.5 per 100,000 in 2000*.

In New Jersey males, cancer incidence increases with age. Men in the 80-84 age group have the
highest incidence rate of cancer. White males mimic this trend, while black males have the
highest cancer incidence rates in their 70-74 and 75-79 age groups.

In 2000*, 50% of the new cancer cases in New Jersey males were diagnosed in the early stages
(in situ and local), which is an increase from 42% in 1995. Cancers are being diagnosed earlier
among white men in New Jersey than black men.

*Incidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.
** Rates are per 100,000 and age-adjusted to the 2000 U.S. (5-year groups) standard.
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Females. Data from the New Jersey State Cancer Registry (NJSCR) demonstrate that during the
years 1995 through 2000*, the overall cancer incidence rate for New Jersey females increased
gradually through 1998 and then began to decline. The incidence rates for both white and black
females in New Jersey mimic the trends seen in overal cancer incidence rates. Incidence rates
of lung cancer appear stable during the years 1995 to 2000* for al races combined. Declines
continued to be seen for invasive cervical cancer especialy among black women. Invasive breast
cancer incidence rates rose dightly through 1997, and then began decreasing. Incidence rates for
malignant melanoma of the skin were 12.0 per 100,000** in 2000*, compared to 10.2 per
100,000** in 1995.

Similar to New Jersey males, the incidence rates for New Jersey females increase with age.
Women in the 80-84 age group have the highest incidence rate of cancer.

In 2000*, 48.5% of the new cancer cases in New Jersey femaes were diagnosed in the early
stages (in situ and local), which is an increase from 44% in 1995. Cancers are being diagnosed
earlier in white women in New Jersey than black women.

NEW JERSEY COMPARED TO THE NATION, 1995-1999

istorically, New Jersey rates have been representative of the Northeast region, which tends
to have higher cancer incidence rates than the U.S. as awhole (Figure 2).

For males all races combined, total cancer incidence rates were higher in New Jersey than the
U.S. during the period 1979 to 1999. During the same time period, the incidence rates for
colorectal and prostate cancers were higher for New Jersey men than for U.S. men. Melanoma
incidence rates for the U.S. and New Jersey were similar. Since 1995 the incidence rate for both
white and black malesin New Jersey is higher than the national incidence rates.

For females, New Jersey had higher incidence rates than the U.S. during the period 1979 through
1999 for total cancers and colorectal cancer. New Jersey’s females had higher breast cancer
rates than the U.S,, although the rates in 98-99 are more similar. Melanoma incidence rates for
New Jersey females were lower than U.S. females. Incidence rates among white females in New
Jersey have consistently been higher than the U.S. incidence rates for females. Black women in
New Jersey have similar incidence rates when compared to U.S. black women.

*|ncidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.
** Rates are per 100,000 and age-adjusted to the 2000 U.S. (5-year groups) standard.
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CANCER AMONG OLDER ADULTSIN NEW JERSEY, 1994-1998

urrently, in New Jersey, about 13.2% or 1.1 million people are aged 65 and older. In

New Jersey and nationaly, over one-half of all newly diagnosed cancers occur in adults
aged 65 and older. In New Jersey alone, 64% of men and 58% of women who are newly
diagnosed with cancer are aged 65 and older and, therefore, this age group bears the greatest
burden of cancer (4).

In New Jersey, both incidence and mortality rates for total cancer have been higher for each
successive age group. In recent years, incidence rates in the oldest old (age 85 and older) have
converged toward the older old (age 75 to 84 years) for both men and women. Incidence and
mortality rates vary greatly by gender among older adults. Incidence rates for older men are
higher than rates for older women, especialy for men aged 75 and older. Mortality rates for
older men are also higher than rates for older women and share a similar pattern over time.

Among older adults in New Jersey, favorable patterns for stage at diagnosis are seen for female
breast cancer, prostate cancer, and melanoma of the skin, which may be the result of effective
screening. Less favorable patterns for stage at diagnosis are seen for cervical, colorectal, and/or
pharyngeal cancers. Better screening efforts among older adults and their physicians may
increase the detection of these cancers at an earlier stage.

With the rising number and proportion of older adults with cancer in New Jersey over the
coming decades, attention should be given to interventions that will decrease the burden of
cancer among adults aged 65 and older. Opportunities abound for research to understand the
issues of early diagnosis, treatment, and support of older adults with cancer. It appears that
chronological age by itself is less a factor in determining patient outcomes than other related
factors such as functional status, co-morbidities, and overall health status. Because of the
heterogeneity in health and economic status of our aging population, comprehensive assessments
and individualized management may be of significant value in improving survival of and quality
of lifein older adults with cancer.
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Figure2 U.S and New Jersey Age-Adjuded I nddence Rates Alll
Cancer Sites, 1979-2000*
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Figure 3: Stage of Diagnosisfor New Cancer Casesin New
Jersey Males and Females, 2000*
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SURVIVAL AFTER CANCER ISDIAGNOSED

ancer is the second leading cause of death in New Jersey. According to data from the

National Center for Hedlth Statistics, cancer mortality rates in New Jersey have been
declining since 1991, and the decline has been more rapid since 1995. There were 18,177 deaths
in 1999 for which cancer was designated on the death certificates as the underlying cause. The
mortality rate for New Jersey was 256.0 per 100,000** for males (all races combined) and 181.5
per 100,000** for females (all races combined) in 1999.

New Jersey cancer mortality rates for males (all races combined) and white males are dightly
higher than the rates for the U.S.; however the mortality rates for black males in New Jersey fell
lower than the rate for the U.S. in 1996 through 1999. New Jersey cancer mortality rates for
females (all races combined) and white females were higher than the mortality rates for the U.S.
Although mortality rates for black females in New Jersey were higher than the U.S. rates, in
recent years the rates have become similar (Figure 4).

Although life expectancy in the United States has been increasing, blacks live shorter lives than
whites. This earlier mortality tends to hold across gender, age, and disease subgroups (5).
Potential explanations for this disparity fall into two broad categories: environmental/
societal/behavioral (which are potentially subject to intervention) and biological/genetic. The
latter factors, some of which may vary among different ethnic/racia groups, was long considered
immutable. However, given the evolving genetic knowledge, the genome holds the promise that,
if used ethically, it may facilitate improved screening, earlier diagnosis and intervention, and the
tailoring of specific therapies to improve prognosis.

Strategies addressing specific basic research are not addressed in the Plan; however, the
respective chapters propose ways to nurture and increase support for these efforts. New Jersey is
rich in its resources for basic research through the biopharmaceutical industry, academic centers
of excellence, innovative research institutes, and the work of the New Jersey Commission on
Cancer Research. It is through the efforts of these dedicated scientists in our state that new
approaches and therapies are realized which pave the way to understanding how cells and
organisms function normally and what goes wrong in the development of cancer.

**Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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Figure4: Mortdlity Ratesfor the U.S. and New Jersey by
Gender and Raoe, 1995-1999
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REDUCING THE CANCER B URDEN

he goal of cancer control and of this Plan is to reduce the burden of cancer for al

New Jersey residents. Many types or forms of cancer can be prevented. It is incumbent to
provide New Jerseyans with the information they need to avoid risky behaviors that increase
their chances of developing cancer. Other cancers can be detected early and ameliorated,
controlled, or cured. Data about these kinds of cancer and the potentia to survive them once
detected must be disseminated broadly. Access to high-quality cancer screening and state-of-
the-art treatment must be available. Finaly, even for cancers for which a cure has not been
found, there are certain life-prolonging, life-enhancing, and palliative care measures including
pain control to which New Jersey’s residents deserve access. These are the aims of this
Comprehensive Cancer Control Plan and will, once achieved, reduce the burden of cancer in
New Jersey.

Burden of Cancer in New Jersey - xvii



New Jersey Comprehensive Cancer Control Plan

References

(1) Wu SY. New Jersey Economic Indicators. Trenton, NJ. New Jersey Department of
Labor (DOL), Division of Labor and Demographic Research, 2000.

(20 New Jersey Department of Health and Senior Services. Healthy New Jersey 2010: A
Health Agenda for the First Decade of the New Millenium. Trenton, NJ. New Jersey
Department of Health and Senior Services, 2001.

(3) American Cancer Society. Cancer Facts & Figures. Atlanta, GA: American Cancer
Society, Inc., 2002.

(4) Burger SS, Agovino P, Weingtein R, Klotz JB, Abe T, Van Loon S et al. Cancer among
older adults in New Jersey, 1994-1998. Trenton, NJ: Cancer Epidemiology Services,
New Jersey Department of Health and Senior Services, 2002.

(5) Kiefe Cl. Race/ethnicity and cancer survival: the elusive target of biological differences.
JAMA 2002; 287(16):2138-2139.

Burden of Cancer in New Jersey - xviii



New Jersey Comprehensive Cancer Control Plan

Section |: Overarching I ssues

Chapter 1: Access and Resources
Chapter 2: Advocacy

Chapter 3: Palliation

Chapter 4: Nutrition and Physical Activity
Chapter 5: Childhood Cancer

Section | - xix



New Jersey Comprehensive Cancer Control Plan

SECTION |: OVERARCHING ISSUES

The Overarching Workgroup was formed to focus on cancer control issues that bridge
across all cancer types. Healthy New Jersey 2010 provides a systematic approach to
monitoring and tracking health promotion and disease prevention objectives by
targeting overall health status, access to health care, fundamentals of good health,
preventing and reducing disease, and strengthening public health capacity. The
Overarching Workgroup used this paradigm in regard to comprehensive cancer
control by designated five subcommittees: Access and Resources (Chapter 1),
Advocacy (Chapter 2), Palliation (Chapter 3), Nutrition and Physical Activity
(Chapter 4), and Childhood Cancer (Chapter 5).

Evelyn Dries (Chair)
Task Force Member
American Cancer Society
Prevention and Detection

Stanley H. Weiss, MD, FACP (Co-Chair)
University of Medicine and Dentistry of New Jersey
New Jersey Public Health Association

Access and Resour ces - xx



New Jersey Comprehensive Cancer Control Plan

CHAPTER 1. Access and Resour ces

Workgroup Members

Elizabeth Burton, RN, BSN (Co-Chair)
Bergen County Department of Health Services

Ann Chawner, RN, OCN
Raritan Bay Medical Center

William Halperin, MD

University of Medicine and Dentistry

of New Jersey

Department of Preventive Medicine and
Community Health

Caryl Heaton, DO
New Jersey Academy of Family Physicians

Faith Knabe
New Jersey Medical School
Department of Surgery

Fern Kulman, RN, MS, CHES (Co-Chair)
Woodbridge Health Department

Nancy Lee, RN, MSN
Loretta Muriel

Marge Rojewski, RN,C, MPH
Middlesex County Public Health Department

Michelle Tropper, MPH
American Cancer Society

Christopher Utman, PhD
American Cancer Society

Stanley H. Weiss, MD, FACP
University of Medicine and Dentistry
of New Jersey

New Jersey Public Health Association

Leah Ziskin, MD, MS

Task Force Member

University of Medicine and Dentistry
of New Jersey

School of Public Health

Background Research

Lisa E. Paddock, MPH

New Jersey Department of Health

and Senior Services

Office of Cancer Control and Prevention

Support Staff

Margaret L. Knight, RN, MEd

New Jersey Department of Health

and Senior Services

Office of Cancer Control and Prevention

External Reviewers

Ruth Charbonneau

New Jersey Department of Health
and Senior Services

Office of Policy and Research

Linda DiMario, MS, MPH

University of Medicine and Dentistry

of New Jersey

Clinical Programs/Centers of Excellence

Access and Resources - 1



New Jersey Comprehensive Cancer Control Plan

ACCESS AND RESOURCES

| MPORTANCE OF ACCESSAND
RESOURCESFOR CANCER
PREVENTION AND CONTROL

dvances in cancer research, education,

outreach, screening, surveillance, and
treatment are only effective if the public has
proper access to hedthcare that offers these
benefits. As defined by the Institute of
Medicine, appropriate access to healthcare is
“the timely use of personal health services to
achieve the best possible outcomes’ (1). The
Access and Resources Subcommittee of the
Overarching Issues Workgroup was formed to
develop strategies for increasing resources
and physical access to cancer care for
New Jersey residents, and the findings of this
subcommittee are presented below.

In 1998, 33 million U.S. adults aged 18 to 64
years lacked hedth insurance (2). Individuals
without routine access to primary healthcare
do not receive timely care, such as cancer
screenings to detect the onset of disease.
Without access to proper healthcare, these
individuals are more likely to be diagnosed at
a later stage of cancer and more likely to
experience higher morbidity and mortality.
Individuals with insufficient resources and
less than optimal access to healthcare tend to
belong to ethnic minority groups, are
unemployed, and have lower levels of
education and income, generally below the
poverty line (3). Barriers limiting access to
appropriate healthcare can be cultural,
systemic, personal, or societal in nature.
Determining the unmet needs of underserved
populations in the state, as well as the barriers
they face in obtaining hedthcare, may ad
efforts to improve access to cancer care for all
New Jerseyans (2).

Low rates of minority participation in cancer
screening programs have prompted a number

of initiatives over the past decade, at both
national and loca levels. While these efforts
have begun to narrow the screening gaps
between some groups, significant disparities
persist (4). Nor is coverage by managed care
sufficient to ensure equivalent screening
across al income groups. In a recent study
analyzing the relationship between household
income and mammography utilization in a
managed care population, it was found that,
even within that population, as income
increased, the rate of mammography use
increased (5).

Severa studies describe proven techniques to
increase access to cancer care. By offering
mammograms  through  community-based
influenza clinics, researchers found that the
bundling of services is a viable means to
exploit available interventions to improve
hedth (6). A study conducted in Rhode Idand
increased accessihility of screening mammo-
graphies by reducing cost and implementing a
telephone appointment and tracking system (7).
Additiondly, interventions aimed a increasing
participation in hedlth programs should focus on
non-economic aspects of access, such as help-
seeking behaviors and perceptions of access to
care (8).

ACCESSAND RESOURCESINNEW JERSEY

Despite public and privately funded programs

initiated in the past decade to begin
addressing  cancer-screening  needs  for

New Jersey’s indigent populations, access
issues persist. (See Appendix E for
information on efforts by New Jersey’s breast
and cervical cancer program to increase
access to screening services for underserved
populations.) It is paramount that public and
professional education efforts to increase
access and reduce barriers to cancer
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prevention, detection, and treatment be
addressed via sound strategic planning.

In 2001, an extensive report detailing access
to primary care in New Jersey was published
by the Health Research and Educational Trust
of New Jersey (3). This report detailed
geographic variation in hospitalizations for
ambulatory care-sensitive conditions in 1995
and 1997. Of the 14 initiatives outlined in this

report, the Access and Resources Subcom-
mittee chose to focus on four education
initiatives that speak to comprehensive cancer
control. Additionally, the Access and
Resources Subcommittee has adopted three
evidence-based tactics proposed by the
Oncology Roundtable in 2001: community
needs analyses, multimedia outreach cam-
paigns, and education of professionals (4).

The recommendations of the Access and Resources Subcommittee are summarized below for the

following four topic areas in priority order:

| dentification of Need
Public Awareness
Transportation

Education for the Public and Professionals
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GOALS, OBJECTIVESAND STRATEGIES

Overall Goal: To assurethat the people of New Jersey have increased access to high-quality

cancer prevention, education, detection, and treatment services, including resear ch studies,
and to provide sufficient resour ces to meet these needs.

IDENTIFICATION OF NEED

hile the overall picture of cancer among

New Jersey residents is encouraging,
there is need for similar improvement among
a number of population subgroups. As
presented in the introductory section “Cancer
Burden in New Jersey,” gsatistics from the
New Jersey State Cancer Registry clearly
show disparities in cancer incidence and
mortality for race, age, geographic location,
and gender, among other variables (9;10).

A recently published analysis of the literature
by Bach et a, concerning surviva of blacks
and whites after a cancer diagnosis indicated
only modest cancer-specific  survival
differences for blacks and whites treated
comparably for similar stage cancer (11).
Researchers concluded that differences in
treatment, stage at presentation, and mortality
from other diseases should represent the
primary targets of research and interventions
designed to reduce disparities in cancer
outcomes. Although racia differences did
remain in the anaysis for Bach et a, as well
(11), aspects of process of care may also
account for at least some of that residua (12).
Similarly, a recent study of racial differences
in the treatment of early-stage lung cancer
suggests that the lower survival rate among
black patients with early-stage, non-small-cell
lung cancer, as compared with white patients,
is largely explained by the lower rate of
surgical treatment among blacks (13). Thus,
it was concluded by the authors that
increasing the rate of surgical treatment for
black patients appears to be a promising

means of improving survival in this group.
Other research has led to smilar recom-
mendations for improving access to diagnosis,
treatment, and removal of barriers.

Although some data have been compiled
sratifying for each type of cancer the
incidence, prevalence, treatment access,
mortality, etc., by age, race, gender, and
geographic location, these data are largely
incomplete (14). Existing data do not permit
al factors to be simultaneoudy assessed, and
summary measures frequently hide vast
disparities within subgroups, which may be
amenable to intervention and improvement.
What is needed are studies to develop a more
comprehensive database, as well as analytic
work targeting those subgroups offering the
greatest chances for improvements. Such
efforts will help guide the cost-effective
deployment of targeted resources toward
those areas in need. Als0 necessary are
studies that help define innovative ways to
overcome current access barriers.  Statistics
reported on health indicators should be
stratified by a variety of factors. Among
women, for example, al age groups do not
benefit equaly from mammography or
cervical cytology screening.  Furthermore,
population  access  apparently  varies
dramatically in different parts of the state.
Detailed data are required to identify those in
greastest need of services. Resources are
necessary to then provide those services. The
goa immediately below addresses identifi-
cation of need, whereas the remaining goals
in this chapter involve means to meet that
need more effectively by improving access.
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GOAL AC-IL:

To improve access to cancer-related care and resources in New Jersey, especially for those
at high risk and populationsin need.

Objective AC-1.1:

To identify relevant ethnic and geographic disparities in access to cancer prevention, education,
diagnostic, or treatment services that exist in any age-gender subgroup, including populations
with special needs, e.g., physically and/or mentally challenged individuals.

Strategies:

(AC-1.1.1) Review the literature and New Jersey data to identify disparities in cancer burden
across populations.

(AC-1.1.2) Design and perform studies to explore why disparities in cancer burden exist.

(AC-1.1.3) Develop a communication plan to disseminate the results of the cancer burden

study.

Objective AC-1.2:

To develop solutions to aleviate disparities and gaps in access to cancer-related care.

Strategies:

(AC-1.2.1) Peform literature review to identify existing strategies to improve access to
cancer care and assess evidence of effectiveness.

(AC-1.2.2) Assess barriers to cancer care that are causing programs to be ineffective, such as
unavailability of appointment times or language barriers.

(AC-1.2.3) Refine existing programs designed to alleviate disparities in cancer burden.
(AC-1.2.4) Develop new strategies where needed that address any existing gaps in these

strategies to improve access to cancer care among any age-gender subgroup; including
populations with special needs.
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PuBLIC AWARENESS THROUGH
COMMUNICATION

A s recommended by the Oncology Round-
table (4), the Access and Resources
Subcommittee chose communication through
multimedia as the second priority.

Communication techniques encompass three
categories: (1) publicity or the use of mass media
that includes televison, magazines, newspapers,
radio and/or internet sources;, (2) face-to-face
communication that brings together spokes
peson or tageted audience with media
personnd who reach those aforementioned
audiences via press conference, seminar
participation, pand discusson, and/or distance
learning; and (3) controlled communication or
activities that include brochures, booklets, films,
and/or internet format.

Some factors that affect the acceptance of
public health messages include:

Health risk is an intangible concept.
People respond to easy solutions, eg.,
blood test for cholesterol level as opposed
to quitting smoking to reduce cancer risk.
People want concrete information in order
to make decisions.

Information should not be fear-inducing.
The public doubts the truth of science.
Health information may not be a priority
issue for an individual.

People do not fed that a serious illness
can strike them.

The public can hold contradictory beliefs.
People may believe, on the one hand, that
an illness cannot strike them, while also
believing that everything can cause
cancer, and thus one cannot avoid it.
People live for the present and tend not to
worry about the future.

The public does not understand science
(15).

The design of a health message may convey
facts, alter attitudes, change behavior, and/or
encourage participation in decision-making.
Generdly these purposes overlap and are
progressive. “That is, for persuasion to work,
the public must first receive information, then
understand it, believe it, agree with it and then
act upon it.” Messages need to be developed
with an eye to the desired outcome. Messages
should be clear in order to assure
understanding and limit the possibility of
misunderstanding or inappropriate action.
There should be consistency in the hedth
messages disseminated by government, health
ingtitutions, industry, non-profit agencies, and
public interest groups. The main points
should be stressed and repeated. The
spokesperson and source of the information
should embody credibility. These factors play
a pivotal role in acceptance of a heath

message (15).

New Jersey has experienced some successes
in communication. REACH 2010 developed
a community action plan through its 33-
member organization, Community Coalition.
The success of REACH 2010 was due to this
action plan and a very involved codlition.

The Access to Primary Care in New Jersey
Report (3) recommended development of a
comprehensive directory, culturally appro-
priate patient education classes, and diverse
educational materials, as well as provision of
cultural competency training for healthcare
professonals. Overal, the health message
should be based on what the target audience
perceives as relevant for them (15). The
Access and Resources  Subcommittee
recommends the goa, objective, and
strategies below relating to public awareness
through communication.
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GOAL AC-2

To promote public awareness of cancer prevention, detection, and treatment services in

New Jersey.

Objective AC-2.1:

To identify and enhance communication methods among all organizations with an interest in
cancer prevention, education, detection and treatment services, including research studies.

Strategies:

(AC-2.1.1) Organize a media campaign to highlight the cancer needs in New Jersey (as
identified in the Identification of Need section of this chapter), available cancer-related
community services, and programs addressing gaps in care.

(AC-2.1.2) Enhance the cancer resource guide for New Jersey — to be able to locate doctors.
(AC-2.1.3) Identify/develop logo/symbol for cancer awareness.

(AC-2.1.4) Assess the extent of the increase of cancer awareness in the public and which
strategies are linked to that increase.

(AC-2.1.5) Encourage public-private partnerships to expand cancer health communication
efforts.

(AC-2.1.6) Promote collaboration with traditional and nontraditional partners to improve
communication about access and resources for cancer education, detection, and prevention
services, including research studies.

(AC-2.1.7) Disseminate information about New Jersey Cancer Education and Early

Detection Program (NJCEED) services and sites. (See Appendix E)

TRANSPORTATION

he complex issue of healthcare access
includes many barriers, including a lack
of efficient and affordable transportation.
According to a report by the New Jersey
Department of Health and Senior Services,

“Physicians and clinics may not be located in

places which are easlly accessible,
particularly to people who lack private

transportation” (16). In a study of access to
primary care in New Jersey, Vai notes,
“Transportation options are often limited for
people living in rural settings, seniors, and
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those with disabilities and diseases. Some
options provide only one-way transportation,
and cab fare is viewed as prohibitively
expensive” (3).

Vali's report on access to primary care in
New Jersey (3) includes a summary of
barriers by type and notes that one system-
related barrier is “limited public transpor-
tation routes and options.” In metropolitan
areas, which offer more extensive public
transportation systems, schedules and route
maps can be confusing to consumers with
limited knowledge of such systems.
Furthermore, schedules and route maps may
not be widely available to the general public.

The experience of the Bergen County Cancer
Education and Early Detection Program
(BCCEED) demonstrates of the importance of
including transportation support in designing
health programs for the underserved.
BCCEED provides opportunities for women
and men living in Bergen County to undergo
free cancer screenings, if they meet program
guidelines  concerning age, residency,
insurance, and income. The program is
designed to provide access to breast, cervical,
colorectal, and prostate screenings to clients
from underserved populations. Although lack
of insurance and prohibitive costs are the
primary reasons cited by this population for
low screening rates, BCCEED identified
another significant barrier as lack of
transportation. While the CEED program
offers access to screening and diagnostic
appointments, and in some cases free access
to cancer treatment, the program is unable to

provide transportation to program participants.

During the course of a year, nearly 27% of
BCCEED clients require transportation
assistance to screening and medical appoint-
ments funded by the CEED program. Past
efforts to utilize existing community transpor-
tation resources resulted in frequently missed

appointments due to inefficiencies within the
system. Missed appointments, valued at
$200.00 each, were frustrating for both clients
and CEED program staff. In January 2001, a
grant was received from the Susan G. Komen
Breast Cancer Foundation to provide door-to-
door taxi service for women requiring this
service. As aresult, only 3% of clients have
missed appointments this year due to
transportation-related problems, and no one
has missed an appointment due to
transportation problems since March 2001.

The American Cancer Society (ACS) offers
free transportation services to patients
undergoing cancer treatment. This program,
staffed by volunteers, provides patients with
transportation to radiation or other medical
appointments during the treatment phase. A
victim of its own success, the program’s
demand for transportation outstrips the
number of ACS volunteers available to
provide this important service. To estimate
the costs of transportation, the American
Cancer Society expenditures for transpor-
tation were calculated. In Fiscal Year 1998,
ACS provided the following cancer-related
transportation services in New Jersey: 473
volunteers transported 1,072 patients to
treatment centers representing 11,358 trips.
This volunteer service had an estimated dollar
vaue of $533,772.  Approximately 250
patients received direct financial assistance
for their transportation in the amount of
$83,688, total.”

With a population of nealy 900,000
residents, Bergen County (mentioned above
in connection with the BCCEED program)
offers a limited number of bus routes across
the county. For New Jersey residents living
in less urban areas, bus service is even more
fragmented. Lack of centralized, efficient
public transportation forces vulnerable

" Calculated by American Cancer Society, Eastern
Division Internal Documents, 1998.
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populations to rely on community resources
to meet transportation needs. However, as
illustrated, the private sector is often
overwhelmed and unable to keep pace with
demand.

GOAL AC-3:

Although recognizing these as only a
beginning, the Access and Resources
Subcommittee offers the goal, objective, and
strategies below as means to improve
transportation services for cancer care in
New Jersey.

To improvetransportation in order to increase accessto cancer carein New Jersey.

Objective AC-3.1:

To identify obstacles to adequate transportation for cancer-related services encompassing

education, screenings, and treatment.

Strategies:

(AC-3.1.1) Identify those counties that currently have successful area-wide transportation
(AWT) van services to explore best practices.

(AC-3.1.2) Identify communications deficiencies within the AWT system.
(AC-3.1.3) Provide incentives to support low-cost transportation for those in need of cancer
services, e.g., by investigating a state tax credit and/or arrangements with private foundations

to support provision of low-cost transportation.

(AC-3.1.4) Explore provision of public transportation vouchers to those in need of cancer
services.

(AC-3.1.5) Support the American Cancer Society’s efforts to make transportation services
more widely available to cancer patients.

(AC-3.1.6) Identify principa agency and centralize transportation services for cancer
patients.

(AC-3.1.7) Explore opportunities to provide transportation for cancer patients via faith-based
communities, assisted living facilities, and community transportation, e.g., “Assist-a-Ride".
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EDUCATION FOR THE PUBLIC AND
PROFESSIONALS

he Access and Resources Subcommittee

determined that both the public and
professionals have a general lack of cancer
awareness, especialy in regard to cancer
screening. A review of the New Jersey public
education curriculum reveded that little
health prevention and promotion is being
taught to children in younger grades. The
textbooks currently being used for high
school, adthough more extensive, lack
comprehensive information about cancer
prevention, risk factors, and early detection.
Additionally, the critical shortage of nursesin
New Jersey directly impacts all aspects of
cancer care and control.

The goa of hedth education is to impart the
necessary knowledge, attitudes, and skills
required to effect positive change in an
individual’s behavior. Public education plays
a vital role in disease prevention and health
promotion. Health education programs
designed to promote changes in health
behaviors and to encourage early detection
and prompt treatment of illness have
demonstrated that mass media and other
channels of communication can be effective
in reducing the risk of serious illness (15).

In order to be effective, an educational
program must be tallored to the targeted
audience’s needs. Health education activities
must take into consideration the physical,
behavioral, demographic, psychosocial, and

cultural characteristics of the target audience.
In order to ensure that materials are relevant
to community needs and interests, educational
programs must be developed from the
community perspective, and members of the
target audience should be included in all
phases of the program planning process.
Providers ae often ill-prepared to
communicate the complexities of cancer care
to their diverse patient populations;
constraints of the medical care system can
also impede delivery of care (17).

Oncology-certified nurses specializing in the
care of cancer patients play pivotal roles in
the deivery of cancer education and
treatment.  Partnering  with  Registered
Professional Nurses and Advanced Practice
Nurses, whose practice arenas involve
primary care, these nursing professionals
share the burden of integrating ethnic and
cultural considerations into best practice
models. Nursing shortage issues compound
barriers to successful implementation of
programs and will require ongoing evaluation
and support.  Currently, several pending
New Jersey Senate and Assembly bills speak
to increasing appropriations for nursing
programs and nurse-retention  programs.
(A3345, S2204, A3346, S2205, A3691,
S2412, A3193, S2300, A3887, S2443)

To improve these aspects of access to cancer
care, the Access and Resources Subcommittee
proposes the goal, objectives, and strategies
outlined below.
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GOAL AC-4

Enhance current public and professional education efforts to increase access and reduce
barriersto cancer prevention, detection, and treatment.

Objective AC-4.1:

To identify strategies to increase cancer service access and resources for all populations through
public education.

Strategies:

(AC-4.1.1) Investigate the efficacy of educational and promotional materials designed to

improve access to cancer services with regard to literacy level, language, and culture-specific
communication media.

(AC-4.1.2) Conduct a survey of cancer patients to ascertain awareness of appropriate
providers, telephone and/or internet information lines, clinical trials, and transportation
Services.

(AC-4.1.3) Work with the Department of Education to develop curricula for Cancer
Awareness Week.

(AC-4.1.4) Collaborate with the New Jersey Commission on Cancer Research on areview of
the New Jersey Cancer Resource Book and assist with updates.

(AC-4.1.5) Disseminate the New Jersey Cancer Resource Book to community organizations,
including assisted-living facilities.

(AC-4.1.6) Promote awareness of health insurance benefits for cancer prevention, detection,
and treatment.

(AC-4.1.7) Educate the public regarding the purpose and importance of participating in
clinical trials for cancer, with special emphasis on addressing the concerns of minority
populations.

Objective AC-4.2:

To identify strategies to increase cancer service access and resources for all populations through
professional education, including health systems, e.g., hospitals, health plans, clinicians.
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Strategies:

(AC-4.2.1) Increase the number of oncology-certified nurses and the number of nursesin the
state who hold membership in the Oncology Nursing Society.

(AC-4.2.2) Launch a statewide educational campaign focusing on cancer prevention, early
detection, treatment, and clinical trials.

(AC-4.2.3) Educate all healthcare professionals on cancer screening guidelines.

(AC-4.2.4) Address specia cancer-related issues of minority and underserved populations at
continuing professional education programs.

(AC-4.2.5) Encourage health plans to promote awareness of appropriate cancer prevention
screening intervals and health benefits.

(AC-4.2.6) Develop and disseminate information to employers’employees regarding the
availability of health benefits for cancer services.

Objective AC-4.3:

To identify cancer-related deficiencies in the hedthcare system and propose solutions for
recruiting more healthcare professionals in New Jersey, particularly Registered Professional
Nurses.

Strategies:

(AC-4.3.1) Develop a plan for recruiting more healthcare professionalsin New Jersey.
(AC-4.3.2) Develop aplan for educating students, Grades K—12, about healthcare careers.
(AC-4.3.3) Advocate for state funding for professional healthcare training.

(AC-4.3.4) Promote incentive programs for advanced-level training of healthcare profes-
sionals.
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Principal Change Agents: The following organizations will contribute to the
implementation of the access and resources strategies shown. This list is not
mutually exclusive.

American Cancer Society

New Jersey Department of Health and Senior Services: AC-1.1.1; AC-1.2.1; AC-
1.2.2; AC-21.1; AC-21.2; AC-2.1.3; AC-2.14; AC-2.15; AC-2.1.6; AC-2.1.7,
AC-3.1.1; AC-3.1.2; AC-3.1.3; AC-3.1.4; AC-3.1.5; AC-3.1.6; AC-3.1.7; AC-
4.1.1

New Jersey Society for Public Health Education: AC-1.3.1

University of Medicine and Dentistry of New Jersey — New Jersey Medical
School: AC-1.1.1; AC-1.2.1; AC-1.2.2; AC-1.3.1

University of Medicine and Dentistry of New Jersey — School of Public Health:
AC-1.1.1; AC-1.2.1; AC-1.2.2; AC-1.3.1; AC-2.1.1; AC-2.1.2; AC-2.1.3; AC-
2.14; AC-2.15; AC-2.1.6; AC-2.1.7
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ACCESS/RESOURCES

GOAL

OBJECTIVE

STRATEGY

2003

2004

2005

2006

2007

On-
going

1. Improveaccessto cancer-related care
and resources

1.1

Identify ethnic and geographic disparities

AC-1.11

AC-1.12

AC-1.13

1.2

Develop solutions

AC-1.2.1

AC-1.2.2

AC-1.2.3

AC-1.24

2. Promote public awareness

2.1

Identify and enhance communication

AC-2.1.1

AC-2.1.2

AC-2.1.3

AC-2.14

AC-2.15

AC-2.1.6

AC-2.1.7

3. Improvetransportation

3.1

Identify obstacles

AC-3.1.1

AC-3.1.2

AC-3.1.3

AC-3.14

AC-3.15

AC-3.1.6

AC-3.1.7

4.  Enhance current education efforts

4.1:

Strategies to increase access and resources through
public education

AC-4.1.1

AC-4.1.2

AC-4.1.3

AC-4.14

AC-4.15

AC-4.1.6

AC-4.1.7

4.2:

Strategies to increase access and resources through
professional education

AC-4.2.1

AC-4.2.2

AC-4.2.3

AC-4.24

AC-4.25

AC-4.2.6

4.3:

Identify deficiencies

AC-4.3.1

AC-4.3.2

AC-4.3.3

AC-4.3.4

Target Completion Date
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ADVOCACY

I MPORTANCE OF ADVOCACY FOR
CANCER PREVENTION AND CONTROL

ancer is a political, as well as a medical,

social, psychological, and economic
issue. Cancer is a personad, tangible, and
powerful issue for millions of Americans and
thousands of New Jerseyans. Every day
legislators make decisons that impact the
lives of cancer patients, survivors, ther
families, and future cancer patients (1). To
influence those decisions positively, the
Comprehensive Cancer Control Plan for
New Jersey incorporates advocacy as a major
strategy to promote beneficial policies, laws,
and regulations for those affected by cancer.

Advocacy is the pursuit of influencing
outcomes — including public policy and
resource allocation decisions within political,
economic, and socia systems and institutions
that directly affect people’s lives (2). The
goa of advocacy for this Plan is to promote

public policies at all levels of government that
support cancer prevention and detection
programs, provide access to care, and enhance
quality of life for those affected by cancer.

While cancer issues are increasingly attracting
atention on the legidaive front, additiona
advocacy work remains to be done by the Task
Force and its workgroups and subcommittees
(3). Present legidative priorities in the cancer
arena will focus on advancing the Plan and
ensuring that dl reddents have access to
education, screening, and qudity cancer care.
Specific  advocacy gods, objectives, and
drategies are aso cited within each ste-specific
chapter of the Plan. However, the following
overarching advocacy gods, objectives, and
drategies reflect the most urgent and compre-
hensive actions needed to implement and sugtain
this ambitious State plan.

The recommendations of the Advocacy Subcommittee are summarized below for the following

three topicsin priority order:

Development of internal structure and funding for cancer awareness, education, and
early detection programs and access to care.
Advocacy for increased access to cancer care, prevention, early detection, and awareness

programs.

Advocacy for reduced cancer-related health disparities among minorities and the

medically underserved.
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GOALS, OBJECTIVESAND STRATEGIES

Overall Goal: Promote public awareness of cancer prevention, early detection and

treatment in New Jer sey.

INTERNAL STRUCTURE AND FUNDING
FOR CANCER ADVOCACY

Our nation has made remarkable progress
since the war against cancer began three
decades ago. Some cancers have been cured,
while others are being detected earlier and
treated more effectively. The National
Cancer Institute estimates that approximately
8.9 million Americans with a history of
cancer were dive in 1997 (4). In fact, for the
first time since 1990, cancer death rates are
declining. Yet, thereis a crisis of confidence
in the capacity of our medical system to treat
those with chronic and life-threatening
illnesses such as cancer. Efforts to define
quality care must underscore the fact that

GOAL AD-IL:

41 million Americans are uninsured and many
millions more are underinsured (5).

A highlight of the February stakeholders
conference on the Canadian Strategy for
Cancer Control was an impassioned
presentation by Bob Rae, former Prime
Minister of Ontario. Rae first noted the need
for a sense of focus and priority. He then
observed that the most immediate problem
was one of human resources and the setting of
national objectives (6). To build and support
the advocacy component of the Plan as
outlined, the Advocacy Subcommittee
recommends building an infrastructure to
foster its successful implementation.

To advocate for funding of and support for the Comprehensive Cancer Control Plan,
including cancer awar eness, education, and early detection programs, as well as access to

care.

Objective AD-1.1:

To identify, engage, and involve interested public and private parties, institutions, and agencies
to garner ongoing support of the Comprehensive Cancer Control Plan.

Strategies:

(AD-1.1.1) Build cancer advocacy capacity through recruitment of identified interested
parties. Parties initially identified include, but are not limited to, media, legidators, insurers,
pharmaceutical companies, healthcare professionals, corporations, state agencies, and other

key decision-makers.

Advocacy - 19



New Jersey Comprehensive Cancer Control Plan

(AD-1.1.2) Identify champion(s), e.g., patients and patients families, to advocate on behalf

of the Comprehensive Cancer Control Plan.

Objective AD-1.2:

To educate legislative members and staff about the importance of funding cancer prevention and

control programs.

Strategies:

(AD-1.2.1) Charge the Task Force on Cancer Prevention, Early Detection and Treatment to
create an Advocacy Ad Hoc Committee, comprised of a representative from each of the Task
Force workgroups, to address the legidative initiatives cited within each respective chapter

of the Comprehensive Cancer Control Plan.

(AD-1.2.2) Work with partner organizations and coalitions to build and continue support for
cancer education, early detection, and accessto care.

ADVOCACY FOR ACCESSTO CANCER
CARE

n 1999, in accordance with its charge, the

President's Cancer Panel reviewed the
evolution of the National Cancer Program and
considered how the nation should move
forward to more rapidly reduce the burden of
the disease. It was decided that the equa
importance of the research and delivery
components of the National Plan on Cancer
be recognized; that the current barriers
preventing quality cancer care from reaching
people in al neighborhoods of the nation
must be removed; and that the unequal burden
of cancer carried by the poor, ethnic
minorities, and the underserved be relieved

().

Residents of New Jersey, especialy cancer
patients and their families, experience a

variety of roadblocks to accessing prevention,
early detection, and treatment services. For
example, lack of adequate insurance may
impede access to cutting-edge treatments
provided in a clinical tria or to prevention or
early detection tools that have long been
accepted by the medical community. Access
to needed services can aso be adversely
affected by reimbursement practices (8). At
present, New Jersey has an agreement with
the ten largest insurers doing business in the
state. This agreement stipulates that residents
of New Jersey will have insurance coverage
for routine patient costs associated with all
phases of cancer clinical trials. This novel
agreement, the first of its kind in the nation,
has been successful in accessing more
patients to clinical trialsin New Jersey.
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GOAL AD-2

To advocate for increased access to quality cancer care, prevention, early detection, and
awar eness programs.

Objective AD-2.1:

To advocate for providing to all New Jerseyans adequate health insurance coverage relating to
cancer prevention and control.

Strategies:

(AD-2.1.1) Assess current New Jersey insurance coverage for cancer prevention, detection,
and treatment to identify gaps.

(AD-2.1.2) Educate legidators and insurance companies on identified gaps in cancer
coverage.

(AD-2.1.3) Monitor emerging issues related to adequate health insurance for cancer care and
identify those issues for possible position development, e.g., undocumented citizen
healthcare.

Objective AD-2.2:

To assure that cancer patients have access to quality prevention and cancer care, including both
current therapies and treatments provided through high-quality, peer-review clinical trials.

Strategies:

(AD-2.2.1) Assess and/or review current and pending cancer-related legidlation.
(AD-2.2.2) Advise legidative members and staff of identified cancer-related needs.

(AD-2.2.3) Continue to make policy-makers aware of data on cancer-related issues such as
reimbursement.
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Objective AD-2.3:

To create a state-level service that would provide a centralized resource for cancer information

Strategies:

(AD-2.3.1) Evaluate current cancer resource information systems.

(AD-2.3.2) Support and cooperate with the appropriate governmental body to develop a
state-level cancer resource information system service.

(AD-2.3.3) Advocate for funding of a centralized cancer resource information system in

New Jersey.

ADVOCACY TO REDUCE DISPARITIES -
THE UNEQUAL BURDEN OF CANCER

I n order for a comprehensive heath agenda
to be truly effective in reducing cancer
incidence and mortality, it must address all
populations. We cannot address the
differences in the burden of cancer for
minority, poor, and medicaly underserved
populations without creative interventions to
overcome the barriers to care that threaten our
ability to effectively reach and serve these
populations.

Cancer in Minorities

Oveadll, black men in New Jersey and the
U.S. are more likely to develop and die from
cancer than persons of any other racia and
ethnic group. (See The Burden of Cancer in
New Jersey for more information.) During
1992-1998, the U.S. incidence rates for all
cancer Sites was highest among blacks,
followed by whites, Asian/Pacific Islanders,
Hispanics, and American Indiang/Native
Alaskans. U.S. mortality rates during the
same time period were also highest among
blacks, followed by whites, American

Indians/Native Alaskans, Hispanics and then
Asan/Pacific Idanders. Despite the high
rates of incidence from al cancers combined
from 1992-1998, rates among blacks,
Hispanics and whites decreased while it
remained relatively stable among American
Indians/Native Alaskans and Asian/Pacific
Idanders. Similarly, mortality rate for all
cancer sites decreased annually among blacks,
Asian/Pacific Islanders, whites and Hispanics
while leveling off among American
Indian/Native Alaskans (4). Many disparities
among cancer sites also exist and are detailed
in the site-specific chapters.

These disparities must be addressed as part of
any comprehensive cancer control plan.

Population Demographics Adding to the
Cancer Burden

Cancer can dtrike a  any age, but
approximately 77% of al cancers are
diagnosed at ages 55 and older (4). The
American population is graying, with a
growing percentage of people now in their
60s and older. With the oncoming retirement
of the Baby Boomers, the number of
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Americans over age 65 will double in the next
30 years. At current rates, new cancer cases
will rise dramatically, causing cancer to
surpass heart disease as the nation’s leading
killer (8). A higher percentage of retirement-

GOAL AD-3:

age New Jerseyans have cancer and die of it
than in the nation as a whole. Among those
65 and older, the cancer rate is 13% higher
among men, 12% higher among women, as
compared to the national average (9).

To reduce cancer-related health disparities among minorities, seniors, and the medically

underserved.

Objective AD-3.1:

To advocate for a heathcare system that provides cancer services in a humane, patient friendly,

and culturally appropriate manner.

Strategies:

(AD-3.1.1) Advocate for funding toward increased numbers of knowledgeable and
competent navigators for cancer patients and families to help access and navigate the

healthcare system.

(AD-3.1.2) Advocate for organized healthcare systems that reduce fragmentation of available

cancer services.

(AD-3.1.3) Advocate for required quality assurance standards for cancer screening,
diagnostic tests, treatment, rehabilitation, and palliation services and therapies that would be
available and cost effective for all underserved and seniors.

American Cancer Society

Principal Change Agents. The following organization will contribute to the
implementation of strategies outlined above. Thislist is not mutually exclusive.
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ADVOCACY

On-
GOAL OBJECTIVE STRATEGY| 2003 | 2004 | 2005 | 2006 | 2007 | going
1.1: Involve key stakeholders to garner ongoing AD-1.11
Funding of and support for the support AD-1.1.2
Comprehensive Cancer Control Plan AD-121
1.2: Educate legislative members and staff about s
importance of funding AD-1.2.2
AD-2.1.1
2.1: Advocate for adequate health insurance
coverage AD-212
AD-2.1.3
. AD-22.1
Advocate for increased accessto 2.2: Provide accessto current therapies and
quality cancer care trestments AD-2.2.2
AD-2.2.3
AD-23.1
2.3: Create acentralized resource for cancer
information AD-2.32
AD-2.3.3
AD-3.1.1
Reduce cancer-related health disparities|3.1: Advocate for humane, patient friendly and AD-3.12
culturally appropriate health care services "
AD-3.1.3

Target Completion Date
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PALLIATION

DEFINING PALLIATION IN
NEW JERSEY

he first challenge facing the Paliation

Subcommittee of the Overarching Issues
Workgroup was developing a definition of
paliative care that was operational, yet
inclusve of a variety of perspectives.
Subcommittee members noted a lack of
consensus in the healthcare world on the
meaning of the term palliative care. One
widely accepted definition — an early
definition developed by the World Health
Organization (WHO) — begins, “Pdliative
care is the active total care of patients whose
discase is not responsive to curative
treatment...” A maor drawback with this
definition, in the subcommittee’s view, was
the limitation of access to palliative care to
those at the end of life, when others with
chronic rather than terminal illness may also
benefit. Subsequently, in 1990, WHO
suggested a more globa approach stating,
“...control of pain, of other symptoms, and of
psychological, socia and spiritual problemsis
paramount. The goa of paliative care is
achievement of the best quality of life for
patients and their families. Many aspects of
paliative care are also applicable earlier in
the course of the illness in conjunction with
anticancer treatment.” It is this latter, broader
definition that the Palliation Subcommittee
has chosen as amodel for its own definition.

Another issue considered by the subcom-
mittee was the relationship of palliative care
to hospice care and a tendency among
professionas in the two fields to view their
efforts as mutually exclusive. The impact of
reimbursement issues on paliative care was a
third issue considered. Other challenges in
paliative care arise from cultural, ethnic,
racia, and religious differences. In
developing a definition that was profes
sondly inclusve enough that the

interdisciplinary approach would not become
lost in the more familiar medical model
hierarchy, subcommittee members strove to
be sensitive to these issues and to the resultant
political implications.

Acknowledging that those with cancer are
increasingly living with it rather than
(quickly) dying from it, the subcommittee
concurred that palliative care was certainly
indicated for patients whose cancers were
responsive to curative treatment, as well as
for those in need of end-of-life care. For
patients with cancer at any stage, the benefits
of care that recognizes psychological distress
and spiritual needs as well as physical
symptoms are readily apparent. In recognition of
these ddiberations, the subcommittee proposes
the following definition of paliative care:

“Palliative care is a coordinated, inter-
disciplinary approach to healthcare that
enhances the quality of life of patients with
cancer and other illnesses. It targets the
physical and psychological symptoms and
spiritual needs of patients from the time of
diagnosis to end-of-life care in all settings.”

(Palliation Subcommittee, 2001)

Note that through the phrase, “from time of
diagnosis to end-of-life care in al settings’
subcommittee members intend to include both
those with both chronic and terminal illness as
appropriate recipients of palliative care.

IMPORTANCE OF PALLIATION IN CANCER
CARE

The first hospice opened in New Haven,
Connecticut, in 1974, inaugurating the
hospice movement in the United States. The
mission of a hospice was to alow patients to
live as long as possible and then to die with
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the basic elements of a good death: care,
communication, continuity, control, calmness,
and closure (1). Today, the premise of
hospice has evolved to palliation, a term that
encompasses al stages along the continuum
of care, including improving and maintaining
a patient’s comfort, dignity, and quality of
life, whether in an inpatient or outpatient
setting. (See Childhood Cancer Chapter 5 for
additional information about Palliation.)

Pdliaion is frequently described as managing
the physica, emotiona, and spiritua needs of
both patient and family. This comprehensve
gpproach requires a multidisciplinary team for
care, including nursng, pharmacy, socia work,
volunteer services, pastora care, nutrition, arts,
physicd therapy, and medicine (1;2).

Pdliative care is likely to become the norm of
practice in mainstream U.S. hedthcare in the
coming decade (3) and is a key issue in cancer
control. As noted earlier in this plan, the
American Cancer Society estimates that 41,100
new cancer cases will be identified and 17,800
cancer deeths will occur in New Jerseyans in
2002 (4). In a recent sudy of veterans with
cancer, it was found that a any time 10% to 20%
of the study population urgently needed intensve
paliative care (5). The potentid for cancer
patients needing paliative care services in New
Jersey isvery high.

Despite advances in palliative care in the past
two decades, many cancer patients continue to
suffer from unmanageable symptoms, including
an unacceptable 70% to 90% experiencing acute
pan (6). Cancer patients receiving palliative
care reported prevalence of lack of energy,
pain, dry mouth, shortness of breath, and
difficulty sleeping (5). Pain includes physical
and spiritual  manifestations (feelings of
abandonment, anger, betrayal, despair, fear,

guilt, meaninglessness, regret, self-pity, and
sorrow/remorse) (1). Patient barriers to
effective pain  management include a
reluctance to report pain, fear that pan
signifies advancing disease, and the desire to
be a “good” patient and not bother the
physician with complaints of pain (1).

Every year the number of New Jerseyans who
die with cancer in an inpatient setting is
decreasing. In 1989, approximately 63% of
New Jerseyans who died from cancer were
inpatients, compared to 42% in 1998 (7). The
percentage of Medicare cancer patients
enrolled in hospice declined from 75.6% in
1992 to 57.4% in 1998. It is apparent that
patients with cancer are increasingly sub-
stituting their residence for the hospital as a
place of death.

Additionally, the cost of paliative care is
increasing. Medicare hospice expenditures
climbed from $205 million in FY 1989 to $2.1
billion in FY1998 (8). Medicaid hospice
expenditures rose from $1.5 million in
FY1987 to $197.2 million in FY1999.
New Jersey was the 351" state to offer hospice
under Medicaid in 1992 (8). Expenditures for
palliative care will continue to rise due to an
aging population, increasing interest and
concern about paliative care and end-of-life
issues, and rising healthcare costs.

In the next decade, barriers to effective pdliative
cae must be dleviated. The Pdliation
Subcommittee determined that addressing lack
of awareness among hedlthcare professonas and
the public about palliative care is a priority in
New Jersey. Secondly, access to paliative
care must be increased. Both these issues are
described in further detail in the remainder of
this chapter, and recommendations for
improvement are outlined.

The recommendations of the Palliation Subcommittee are summarized below for the following

topicsin palliative care presented in priority order:

Education
Access
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GOALS, OBJECTIVESAND STRATEGIES

Overall Goal: Increasing awar eness of and accessto palliative care.

EDUCATION ONPALLIATIVE CARE

In order to influence quality of life in a
positive manner, there must be clarity
regarding the goals of care. To achieve
clarity, the clinician must be knowledgeable
about options that exist in the domain of
paliative care aong with the primary
therapies. Just as important, the patient must
also be aware of available options.

In the palliative care arena, diverse treatment
options are available for the seriously or
termindly ill. Yet choices for patients and
surrogates will always be limited to those
offered by the physician or requested by the
patient or a surrogate (9). Failure to provide
survival estimates may aso limit patient
choice about palliative care. According to a
recent study, physicians reported that even if
patients with cancer requested surviva
estimates, clinicians provided a frank estimate
only 37% of the time, rather providing no
estimate, a conscious overestimate, or a
conscious underestimate most of the time
(63%) (10).

The challenges presented to patients and their
families at time of diagnosis, during treatment
stages, and continuing into survivorship years,
are significant not only physicaly, but aso
psychosocially and spiritually.  Therefore,
effective, responsible care requires the
integration of counseling into the treatment
plan whereas medica professionas may
regard this aspect of care as ether
unimportant or secondary, rather than as a
core component. Another problem impeding
broader access to palliative care is the fact
that patients and their surrogates may not be
aware of the care options that exist (11).

Despite the many societal and professional
barriers to effective pain management, the
Palliation Subcommittee has identified
physician knowledge gaps in pain manage-
ment and symptom control and miscon-
ceptions regarding pain management as the
top priority to improve paliative care in
New Jersey. In recent years, several medical
and nursing schools have added education
regarding palliative care concepts to their
curriculaa. Many require that a hospice
rotation be included in the clinical experience,
since hospice is pure palliative care. The
number of professionals certified in palliative
cae may be expected to increase, as
additional educational opportunities in the
field become more numerous.

Initiatives have also been undertaken to build
public awareness. In 2000, Bill Moyers four-
part series entitted “On Our Own Terms’
reported on the growing movement in
America to improve care for people who are
dying (Films for Humanity and Sciences).
Both the newspaper and movie industries
have explored quality-of-life issues related to
aggressive, curative treatments as well as
supportive care for the termindly il
(www.lastacts.org).

Many state policy-makers are working to
improve care a the end of life, hoping to
insulate their states against efforts to secure
the right to assisted suicide. “People have to
feel confident that the health care system will
take good care of them when they are dying,”
says Assemblywoman Helen Thomson (D-
Cdlifornia). “Lack of faith in that system is
what moves people to desperate measures’
(12). There are lega barriers to quality end-
of-life care - one example among severa
relates to adequate pain management.
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Marilyn Webb writes, “Adding to American
physician’s apprehension about using narcoticsis
gringent and increesing pressure from law-
enforcement agencies. Indeed, by now the legal
scrutiny provoked by narcotics use makes
even suffering patients and their families
fearful of using opioid drugs and it has left
doctors terified” (13). Legidators can help
remove barriers, which would benefit every
constituent in their districts. Knowledge of
the issues is imperative to understanding the
changing needs.

Although small steps have been made toward
improving understanding of and access to
palliative care, the need for better care that
promotes quality of life continues to grow.
The transition, however, from a medical
model of care to a holistic one requires a

GOAL PA-1:

paradigm shift in heathcare philosophy.
Healthcare professionals and the public need
support in understanding dying not as a
failure of medicine, but as a natural part of
life. People are living longer with chronic
illnesses and are dying more dowly.
Healthcare professionals need to respond to
the challenge of supporting quality of life in
addition to length of life. Education is the first
step in understanding suffering. With
knowledge comes the power to truly affect
quality of life along the entire continuum of
care and most intensively and poignantly at
the end of life. Therefore, the Paliation
Subcommittee  proposes the following
educational goal, objective, and strategies as
next steps in improving palliative care in
New Jersey through provider education.

To integrate knowledge of palliative care into professional, public health, and legidative

systems.

Objective PA-1.1:

To educate and identify incentives for legislators, healthcare professionals, and the general
public regarding the right to access palliative care and the benefits of comprehensive paliative

carein all settings.

Strategies:

(PA-1.1.1) Integrate training on palliative care into primary and continuing education for

practicing professionals.

(PA-1.1.2) Develop a public education plan on palliative care for targeted populations based

on capacity and needs assessments.

(PA-1.1.3) Educate state legislators who can serve as advocates in supporting palliative care

policies.
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ACCESSTO PALLIATIVE CARE

embers of the Palliation Subcommittee

hold that all patients in New Jersey are
entitted to access paliative care services,
regardiess of the chronic illness from which
they are suffering and regardless of the setting
in which they may be found — whether in their
own homes; long-term care facilities, such as
nursing homes, mental institutions, centers for
the mentaly and physically challenged;
hospitals; assisted-living facilities; boarding
homes,; state veterans hospitals, or prisons.
Many of these patients will have family
members and/or significant others (hereafter
referred to as the family). Family members,
as well, are entitled to the supportive care
services offered by palliative care.

Due to conflicting regulations, especialy
within institutional settings, patients may
have difficulty receiving  appropriate
palliative care services, even when the patient
and family desire such services. Healthcare
providers, as well, often become frustrated
with the system, as they cannot provide the
care the patient and family desire and deserve.
On the other hand, even when the focus on
curative care is no longer the avenue of
choice, some healthcare providers may still
find it difficult to offer palliative care. Other
times, the distinction between curative and
palliative care may not be clear-cut, and care
approaches may fluctuate between the two.

While Medicare and a number of insurance
and managed care plans cover hospice,
palliative care services are often covered only
indirectly under another aspect of care, if at
al. At other times, palliative care may be
offered as an option, but another option
actually becomes the payer. In the latter case,
care needs to be taken that the palliation
aspect is not compromised or lost entirely.
Anocther concern is that a patient may be on
hospice too long or not long enough. In

reality, paliative care services and hospice
should be part of a continuum of care, in
which patients and families can make choices
they are comfortable making and ready to
make, with support and guidance from
healthcare professionals. Patients and
families need to be empowered to participate
in healthcare decisions.

Further dialogue needs to take place with
insurance companies and managed care plans
as to the benefits of palliative care services
for those in need and the long-term savings to
payment sources. Government agencies and
institutions also need to be educated as to the
importance of palliative care, the long-term
savings, and their obligations for reasonable
reimbursement and/or provision of these
services in government institutional settings.

In addition to institutional and financial
barriers to access, numerous patient and
family barriers have been identified (14).
Socioeconomic backgrounds, cultural back-
grounds and practices, persona vaues and
beliefs, and religious or spiritua belief
systems can influence perception of paliative
care savices (15). For widespread
acceptance of palliative care to occur, a multi-
pronged effort is needed to engage hedthcare
providers, voluntary community-based organi-
zations, faith-based groups, and other identified
entities that are in a position not only to stimulate
edtablishment of pdliative care in hedthcare
sttings in their communities (3), but dso to
provide information to and support for patients
and their families.

Research has been done on cost savings and
quality-of-life outcomes for patients and
families that need and receive paliative care
services.  Comfort from pain, relief of
symptoms, emotional and spiritual supports
are only afew of the benefits for patients. For
example, it is important to recognize pan
management as the fifth vital sign, aong with
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blood pressure, temperature, pulse, and
respiration. Prevention and/or reduction of
physical, emotional, and financial problems,
as well as prevention of long-term
psychosocia problems, are but a few of the
benefits for families. Social workers and
pastoral counselors within healthcare settings
can be helpful in obtaining resources to assist
patients and families in obtaining needed
palliative care services.

GOAL PA-2:

Existing data have been compiled for this
Plan. Future surveys or research projects can
focus on gaps in the existing daa
Foundations, grants, insurance companies,
government  agencies, universities, and
healthcare centers may be avenues for future
funding. Commissions or task forces, such as
that charged with producing this Plan, may be
another avenue of study and recom-
mendations for appropriate funding.

To ensure that palliative care services are accessible to cancer patients and others with

chronic illnesses.

Objective PA-2.1.

To ensure reimbursement for palliative care services.

Strategy:

(PA-2.1.1) Investigate pdliative care reimbursement initiatives and engage insurance
companies in further discusson of reimbursement for palliative care services including
psychosocial counseling for the patient and the patient’s family.

Objective PA-2.2:

To develop standards for palliative care.

Strategy:

(PA-2.2.1) Link with national organizations that can help frame the palliative care issue on a

national scae.
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Objective PA-2.3:

To identify, prioritize, and reduce the system barriers to palliative care services.

Strategies:

(PA-2.3.1) Collect existing data and identify gaps in available palliative care services.

(PA-2.3.2) Develop strategies to address the gaps in palliative care services.

Objective PA-2.4:

To identify, prioritize, and reduce personal barriers to palliative care services.

Strategy:

(PA-2.4.1) Partner with interdisciplinary and grassroots organizations to alleviate personal
barriersto palliative care.

Principal Change Agents. The following organizations will contribute to the

implementation of palliative care strategies shown. This list is not mutually
exclusive.

American Cancer Society
New Jersey Department of Health and Senior Services: PA-2.3.2

New Jersey Hospice and Palliative Care Organization: PA-1.1.1; PA-1.1.2; PA-
1.1.3; PA-2.1.1; PA-2.2.1; PA-2.3.1; PA-2.3.2
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NUTRITION AND PHYSICAL ACTIVITY

IMPORTANCE OF NUTRITION AND
PHYSICAL ACTIVITY FOR CANCER
PREVENTION AND CONTROL

he role of diet in cancer etiology and

prevention is well established. A panel of
experts commissioned by the World Cancer
Research Fund and the American Ingtitute for
Cancer Research concluded that between 30%
and 40% of al cancers are preventable by
dietary means, physical activity, and main-
tenance of appropriate body weight (1).
Establishing healthy eating patterns can play a
major role in cancer prevention, mainly
because this is a potentidly modifiable
behavior. There is also increasing evidence
that physical activity may be inversely related
to some cancers (2). Therefore, the
introduction of healthy eating patterns and
physical activity at any time will promote
overal health and greatly reduce the risk of
cancer.

Evidence-based National Dietary Guidelines
for cancer prevention have been issued by
various organizations.  Overal, they all
recommend a reduction in fat intake, parti-
cularly from animal sources, an increase in
fiber intake, the inclusion of a variety of fruits
and vegetables in the daly diet, to be
physically active and maintain a healthy
weight, to consume acoholic beverages in
moderation, if at al, and to minimize the
consumption of salt-cured, salt-pickled, or
smoked foods.

Less well known is the role played by diet and
physical activity during the various phases of
cancer survivorship — active treatment phase,
recovery phase, health maintenance phase,
and for some, a phase of living with advanced
cancer. After a cancer diagnosis, many
survivors look actively for information on
dietary choices, adlternative therapies,

including supplements, and physical activity
to help them gain some measure of control
over their condition and improve their
symptoms.  Survivors have evolving needs
and challenges regarding nutrition and
physical activity throughout the phases of
survivorship. The current scientific evidence
on nutrition and physical activity was recently
reviewed by a panel of experts organized by
the American Cancer Society (3). In generd,
the panel concluded that adequate dietary
intake can improve nutritional status in
virtually al cancer  survivors and
recommended that survivors follow the basic
National Dietary Guidelines described above
for a hedthy diet. Yet clearly, further
research in this area is imperative. While the
important role of cigarette smoking in cancer
etiology and prevention cannot be
underestimated, for the great majority of
Americans who do not smoke cigarettes,
dietary and physical activity behaviors are the
most important modifiable determinants of
cancer risk (4).

Nutrition and Physical Activity in
New Jer sey

As noted in the introductory section to this
Plan on “Cancer Burden in New Jersey,” the
incidence and mortality for certain cancer
types is higher in New Jersey than the
national average. The Hedthy New Jersey
2010 Report (5) focuses on the following
goals for nutrition and health:

1. Objective: To increase the percentage of
persons aged 18 and over eating at least
five daly servings of fruits and
vegetables (including legumes) to 35.0%.

2. Objective: To reduce the percentage of
persons aged 18 and over who are
overweight but not obese to 27.6% for all
adults.
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3. Objective: To reduce the percentage of
persons aged 18 and over who are obese to
12.0% of al adults.

4. Objectives Increase the percentage of
persons aged 18 and over who participate in
frequent, leisuretime physical activity
during the past month to 42.5%.

Consumption of Fruits and Vegetables. As
shown in Table 1, according to Behaviord Risk
Factor Survelllance System (BRFSS) data, only
27.4% of New Jersey adults reported consuming
fruits and vegetables a least five times a day in
the year 2000. Although, the proportion of

New Jersey resdents eating 5-aday is higher
than the nationa average for the total population
and for each race, gender, and age subgroups
(Table 1), we ae dill far from the Hedthy
New Jersey 2010 target of 35%. BRFSS trend
data also indicate that the proportion of people
edting the recommended five servings of fruits
and vegetables has remained essentidly stable
during the past decade. These data underscore
the need for more efficient nutrition interventions
to help New Jersey resdents achieve this god.
Maes, Higpanics, and young New Jersey
resdents, aged 18 to 24 years, may derive the
most benefit from these interventions (Table 1).

Table 1. Proportion of New Jersey residents 18 year s and older
who reported consuming fruits and vegetables at least five times a day
in the year 2000* and specified target % in Healthy New Jer sey 2010**

Preferred
New Jer sey Nationwide Healthy NJ Healthy NJ
(2000) (2000) 2010 Target 2010 Endpoint
Total 274 231 35 50
By race
White 274 234 35 50
Black 27.9 21.3 35 50
Hispanic 24.6 23.2 35 50
Other 35.4 24.9 35 50
By gender
Mde 24.0 18.9
Femae 30.6 26.9
By age
18-24 233 21.6
25-34 24.8 19.1
3544 24.7 19.8
45-54 26.6 21.8
55-64 27.2 26.9
65+ 36.0 317
By education
< High School 255 19.9
H.S. or GED 25.7 19.6
Some post-HS 24.7 239
College graduate 317 27.8

*Behavioral Risk Factor Surveillance System data, CDC, 2000
**Healthy New Jersey 2010, New Jersey Department of Health and Senior Services.
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Overweight. As Table 2 shows, the proportion
of overweight subjects in 2000 was dightly
higher in New Jersey than the nationdl average
(38.3% and 36.7%, respectively). This is dso
illustrated in Figure 1, where the prevaence of
overweight subjects seems to have been dightly
increasing over the last decade. The percentage
of overweight maes was consderably higher
than that of femaes in the year 2000 (T&ble 2).
The data dso reved differences by race, with
blacks reporting the highest prevaence of
overweght in the year 2000 (Table 2). Also
included in Table 2 are the Hedthy New Jersey
objectives for reducing the percentage of
overweight subjects for the year 2010. The

target percentages shown in Table 2 were based
on BRFSS 1996-1999 data and reflect discre-
pancies by race observed during that period.
According to BRFSS data for the years 1996-
1999 (data not shown), the percentage of
overweight New Jersey resdents was highest
among Hispanics (41.5%), followed by blacks
(38.3%), and whites (36.3%). Although mae
and black populations gppear to have the greatest
need for the intervention and research programs,
al groups are fa from the target 27.6% and
could benefit from hedth promotion activities
aming a achieve longterm hedthy body
weight.

Table 2. Percentage of New Jer sey residents 18 year s and older
who are overweight (defined asBM 1* between 25 and 29.9) in 2000* *
and specified target % in Healthy New Jer sey 2010* **

Preferred
New Jer sey Nationwide Healthy NJ Healthy NJ
(2000) (2000) 2010 Target 2010 Endpoint
Total 38.3 36.7 27.6 25
By race
White 374 28.1 25
Black 44.0 284 25
Hispanic 38.9 324 25
By gender
Mde 484 45.1 36.6 25
Femde 285 28.5 25.1 25
By age
18-34 32.7 311
35-49 40.9 38.1
50-64 40.4 40.7
65+ 40.2 40.0

* BMI (Body Mass Index) is defined as weight in kilograms divided by height in meters squared (w/h**2).
**Behavioral Risk Factor Surveillance System data, CDC, 2000.
***Healthy New Jersey 2010, New Jersey Department of Health and Senior Services.
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Figurel. Trendsin percentages of New Jersey residents
who ar e overweight* ver sus nationwide,
Behavioral Risk Factor Surveillance System, 1991-2000

Overweight: By Body Mass I ndex
New Jer sey vs. Nationwide

}(
1

1991 1992 1993 1994 1995

1996 1997 1998 1999 2000

*All respondents 18 and older who report that their Body Mass Index is between 25.0 and 29.9. BMI is
defined as weight in kilograms divided by height in meters squared (w/h**2). Denominator includes all
survey respondents except those with missing, don’t know, and refused answers.

Obesity. Although New Jersey is closer to the
Hedthy New Jersey 2010 objective than the
national average (Table 3), consderable efforts
must dill be expended to bring the current
obesty prevdence of 185% to the Hedthy
New Jersey 2010 target of 12%. The obesty
prevdence is particularly high among blacks
(25.8%). Figure 2 illugtrates the darming trend
in increasing obedty over the past decade and
highlights the need for immediate effective
intervention and research to reverse this trend.

Physical activity. The obedty epidemic in the
U.S. and in New Jersey is the result of unhedthy
diets and lack of exercise. Asshown in Table 4,
29% of New Jersey residents reported no leisure-
time physicd activity, and only 14% engaged in
regular and vigorous exercise in the year 2000.

Although the levels of physicd activity seem to
be gmilar for maes and femdes, there are
griking differences by other demographic
characterigics. Theleve of physcd inactivity is
particularly high among Hispanics (40%) and is
inversaly related to education and income.  Not
surprisingly, dratified anayss by Body Mass
Index (BMI) reveded the highest proportion of
inactive subjects anong those with aBMI of 30+
(obese  subjects). Reaching the objective
outlined in the Hedthy New Jersey 2010 of
increasing the percentage of New Jersey adults
participating in frequent leisure-time physica
activity to 42.5% appears to be a challenge,
particularly for certain subgroups, such as the
less affluent, less educated, obese, and non-white
populations.
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Table 3. Percentage of New Jersey residents 18 year s and older
who are obese (defined as BM 1* of 30.0 or greater) in 2000**
and specified target % in Healthy New Jer sey 2010***

Preferred
New Jer sey Nationwide Healthy NJ Healthy NJ
(2000) (2000) 2010 Target 2010 Endpoint
Total 185 20.1 12 12
By race
White 17.8 12 12
Black 25.8 15 12
Hispanic 19.8 12 12
By gender
Mde 184 20.6 14 12
Femae 185 19.8 12 12
By age
18-34 11.9 15.8
35-49 19.9 22.0
50-64 24.6 26.7
65+ 20.1 18.2
* BMI is defined as weight in kilograms divided by height in meters squared (w/h**2).
**Behavioral Risk Factor Surveillance System data, CDC, 2000.
***Healthy New Jersey 2010, New Jersey Department of Health and Senior Services.
Figure2. Obesity trendsin New Jer sey versus nationwide,
Behavioral Risk Factor Surveillance System, 1991-2000
Obesity: By Body Mass | ndex == New Jersey
New Jersey vs. Nationwide =O=Nationwide
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* All respondents 18 and older who report that their Body Mass Index is 30.0 or more. BMI is defined as
weight in kilograms divided by height in meters squared (w/h**2). Denominator includes all survey
respondents except those with missing, don’t know, and refused answers.
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Table 4. Percentage of subjects participating in four levels of physical activity.
BRFSS 2000, New Jer sey adults

Regular and
| nactive* Irregular** | Regular*** | vigorous****

Total group 29 27 30 14
By gender

Males 27 27 33 14

Females 31 27 28 15
By race

White 25 27 31 16

Black 29 32 30 9

Hispanic 40 25 25 10
By age

18-64 27 27 32 14

65+ 35 26 22 18
By education

< High schoal a7 26 19 8

High school graduate 35 24 30 11

Some college 24 31 31 14

College graduate 18 A K%} 21
By income

<15,000 46 20 23 11

15,000-24,999 43 23 25 9

25,000-49,999 30 27 30 12

50,000-74,000 23 27 A 16

>75,000 16 29 A 21
By Body Mass Index

<25 24 27 32 17

25-29.9 27 28 31 14

>30 39 24 27 10

*No leisure time physical activity;
**Some activity but <3 times/week or <20 minutes/session;
**% 3+ times/week, 20+ minutes/session, <50% of capacity;
**%* 3+ times/week, 20+ minutes/session, 50+% of capacity
Source: NJ BRFSS, Center for Health Statistics

The recommendations of the Nutrition and Physical Activity Subcommittee are summarized
below for the following three topic areas in priority order:

Cancer Prevention
Research
Cancer Survivorship
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GoALS, OBJECTIVESAND STRATEGIES

Overall Goal: To reduce cancer incidence in the State of New Jersey by improving the diet
and increasing physical activity among itsresidents; and to improve survival and quality of

life among cancer patientsand survivors.

CANCER PREVENTION AND
NUTRITION/PHYSICAL ACTIVITY

ccording to the Centers for Disease

Control and Prevention, dietary factors
play a major role in the development of many
cancers, especially those of the digestive and
reproductive organs (5). It has been estimated
that approximately one-third of all cancers
occurring in the U.S. might be attributed to
dietary factors (1). The precise biological
impact for any single dietary factor is difficult
to determine given the endless number of
substances present in diet and the interactions
among them. However, we do know that the
foods we eat contain substances with carcino-
genic and anticarcinogenic potential.

At the present time many aspects of the
relationship between diet and cancer are not fully
understood. For example, the role of dietary fat
as a key factor in cancer development has been
recently chalenged (6). The type of dietary fat
consumed, rather than total fat, seems to be a
more important factor in determining cancer
rsk (2). Nevertheless, the epidemiologic
literature provides strong support for a role of
fruits and vegetables, whole grains, dietary fiber,
and phydscd activity aganst some cancers,
whereas obesity, dcohol, some fatty acids, and
food preparation methods may increase cancer
rsk (2).

The body of literature showing that diets high in
fruits and vegetables are associated with a
reduced risk of cancer is large and fairly
consgent, particularly for cancer of the
gadtrointestina and respiratory tracts (7). A
report by a group of experts commissioned by
the American Indtitute for Cancer Research and

the World Cancer Research Fund concluded that
increasing consumption of fruits and vegetables
from ~250 to 400 g per day may be associated
with a 23% decreased risk of cancer worldwide.
The numerous condituents in fruits and
vegetables, including dietary fiber and phyto-
chemicals (e.g., carotenoids, flavonoids, phyto-
edrogens, glucosinolates, isothiocyanates, and
indoles), or interactions among them, may be
respongble for the observed beneficid effect of
these foods.

A growing body of evidence suggests that
obesity increases the risk of colon and prostate
cancer for maes and of post-menopausa breast
cancer, endometria, ovarian, gal bladder, and
cervical cancer for females. Hormona mechan-
isns have been proposed to explan the
relationship between body size and cancers of
the breast, endometrium, and colon, in particular
through increases in estrogens and insulin and
insulin-like growth factors (2). These hormona
factors have been implicated in the etiology of
breast, endometrial, and colon cancer (2).

Evidence for a role of physca activity in
reducing cancer risk is accumulating. A recent
systematic review of the epidemiologic literature
concluded that the evidence for a protective role
of physical activity for colon and breast
cancer is convincing, for prostate cancer is
probable, for lung and endometrial cancer is
possible, whereas for testicular and ovarian
cancers evidence is insufficient (8). Several
mechanisms have been proposed to explain
the beneficial effects of regular physical
activity, including modification of endo-
genous sex and metabolic hormona levels
and growth factors, decreased body fat
content, and possibly enhanced immune
function (8).
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A decrease in physica activity can be linked
to the increase of individuals nationwide who
are overweight or obese.  Labor-saving
devices at home and work, fewer safe areas
for pedestrians and cyclists, and less emphasis
on physical education in schools are just a
few examples of factors that have caused a
decrease in physical activity. The growing
popularity and availability of fast foods and
snack foods is increasing caloric intake while
physical activity continuesto slow.

A recent study found that physically active
individuals had lower annual direct medical
costs than did inactive people. The cost
difference was $330 per person, based on
1987 dollars. The potentia savings if all
inactive American adults became physically
active could be $29.2 billion in 1987 dollars,
or $76.6 billion in 2000 dollars (9).

According to the report of the Surgeon
General, physical activity also appears to
improve health-related quality of life by
enhancing psychological well-being and by
improving physical functioning in persons
compromised by poor health (10).

Several reports have been published that
provide suggestions to improve healthy eating
habits and increase physical activity to
decrease the risks of cancer (10;11). The
Surgeon Generd  suggests that  congstent
influences on physical activity patterns among
adults and young people include confidence in
one's ahility to engage in regular physicad
activity (eg., <df-efficacy), enjoyment of
physicd activity, support from others, postive
beliefs concerning the benefits of physca
activity, and lack of perceived barriers to being
physcdly active Interventions targeting
physca education in eementary school can
subgtantially increase the amount of time pupils
goend being physcaly active in physca
education class. For adults, some interventions
have been successful in increasing physca
activity in communities, worksites, hedthcare

stings, and a home (10). The Harvard Report
on Cancer Prevention provides steps for
prevention of cancer a the individud,
community, and government levels. Researchers
recommend that individuas foster better dietary
habits, exercise moderately, avoid excess acohol
inteke, and spesk with ther doctors about
lifestyle decisions that reduce cancer risk. At the
community level, nutrition and physical activity
in school curricula are recommended as well as
mass media campaigns and accessihility for
physcad activity and nutrition education
programs. Governments are advised to support
physica and hedth education for dl grades and
to monitor food supplement programs for a
nutritional balance (11).

Throughout New Jersey, current efforts to
address the role of nutrition and cancer are
limited, despite attempts to implement sug-
gedtions in the cited reports.  Programs and
sarvices have been indituted to improve the
nutrition and physical activity of al New Jersey
resdents. However, there is no dlocation of
date funds to any depatment in dae
government dedicated to planning compre-
hensve and statewide programs that coordinate,
implement, and evauate nutrition and physical
activity programs.

In New Jersey, the Department of Health and
Senior Services and the U.S. Department of
Agriculture (USDA) cosponsor the 5 A Day for
Better Hedth Program in partnership with the
National Cancer Ingtitute and the Produce Better
Hedth Foundation. Commonly known as “5 A
Day,” the program is a nationa effort to
achieve the Healthy People 2010 objective to
increase the per capita consumption to five or
more servings of fruits and vegetables daily.
In 1995, representatives from other public
sector organizations in the areas of health,
nutrition and education, private non-profit
organizations, and the food industry were
invited to create the New Jersey 5 A Day
Codlition. Approximately 30 organizations
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participate in the coalition, which in 2001
developed the following mission statement:
“The New Jersey 5 A Day Caoadlition is a
diverse group of stakeholders advocating the
consumption of 5 or more servings of fruits
and vegetables a day, for the purpose of
promoting health and improving the quality of
life for all New Jerseyans.”

Through the effort and commitment of the 5A
Day Codlition, many awareness and educationa
activities and events take place throughout New
Jarsey to spread the word about the hedth
benefits of fruits and vegetables. New Jersey
resdents hear about the importance of 5 A Day
a WIC dinics, hospitds, HMO and hedth
clinics, schools, worksites, government offices,
churches, produce distri-butors, farmers markets,
supermarkets and hedth fars, and other
community events.

As mentioned above, all activities and events
coordinated by the New Jersey 5 A Day
Codlition are directed toward achieving the
Hedthy New Jersey 2010 Objective to:
“Increase the percentage of persons (aged 18
years and over) eating at least 5 daily servings
of fruits and vegetables (including legumes)
from 27.0% to 35.0%.”

It is widdly recognized that nutrition plays a
ggnificant role in hedth promotion and disease
prevention. It isaso clear that consumers are not
only ligening, but adso attempting to apply the
information available to them. The availability
of accurate nutrition information and use of well-
researched nutrition education tools continues to
be important. Age, literacy levd, and culturdly
appropriate tools are needed, as well. While, the
plethora of state and nationd nutrition and
physcad activity programs provide many
opportunities to decrease the cancer risk for
New Jarsey citizens, a Statewide coordinating
body does not yet exist. This leads to lack of
communication among initiatives and duplicated
efforts.

The 5 A Day Program is the only nutrition
program that addresses the role of nutrition
and cancer prevention at the New Jersey
Department of Heath and Senior Services.
The 5 A Day State Coordinator position is not
funded by federal or state funds, specifically
for this function. Currently the 5 A Day state
coordinator position is supported by the WIC
program, which receives funding from the
USDA. Therefore, the coordinator cannot
devote full-time responsibilities to the 5 A
Day program. This lack of funding affects
program materials and other resources. At
this time, nutrition services in the state of
New Jersey are fragmented and gaps in
services exist. There is no comprehensive
plan for nutrition and the continued need for
advocacy for reimbursement of preventive
and medical nutrition therapy exists.

The Nutrition and Physca Activity Subcom-
mittee recommends a fully funded compre-
hensve nutrition unit & the date levd to
coordinate and improve exiging and identified
needed programs. The plan also needsto include
recognition that many existing hedth programs
include a nutrition component, but lack the
resources and direction for successful implemen-
tation.

To enhance exiging nutrition and physica
activity programs/services, the Nutrition and
Physical Activity Subcommittee advises that
New Jersey residents be educated about hedthy
egting patterns and exercise. Various nationwide
ressarch has shown successful  community
education (12;13) and workdte education
programs (14-16) focusing on the importance of
hedlthy eating patterns and moderate physica
activity for cancer prevention. Additionaly,
school-based curricula (17) have a podgtive
impact on the edting paterns of sudents.
Therefore, the Nutrition and Physical Activity
Subcommittee proposes that New Jersey
resdents be educated about the importance of
dietary factors and physicd activity to decrease
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the risk of cancer through academic, worksite,
and community education. Improving access
(11) and services provided can enhance existing
public health programs. Additiondly, high-risk
groups, such as certain ethnic groups (15), those
with lower incomes, and those a lower
educationd levels, should be targeted for
education about cancer-risk reduction (18). The
Nutrition and Physical Activity Subcommittee

GOAL NP-1:

aso recommends a fully funded comprehensive
nutrition program at the state level to coordinate
and improve new and exising programs,
focusing on high-risk populations. The Nuitrition
and Physcd Activity Subcommittee further
proposes the indalation of a high-leve
individud in the state to coordinate and improve
existing activities.

To promote long-term healthy eating patterns, healthy weight, and physical activity for

cancer prevention among New Jersey residents.

Objective NP-1.1:

To increase the amount and proportion of healthy foods, especially fruits and vegetables, that

New Jersey residents consume each day.

Strategies:

(NP-1.1.1) Review the New Jersey school curriculum for education about diet and nutrition,

including healthy eating patterns, physical activity, and the prevention of cancer. Make
recommendations for improvements if and where needed.

(NP-1.1.2) Conduct an evaluation of food services in educationa ingtitutions, day care

facilities, and workplaces in order to implement improvements in these services in line with
federal guidelines.

(NP-1.1.3) Increase access to healthy foods, especially for high-risk groups, by supporting
state-level nutrition programs, such asWIC, 5 A Day, and Team Nutrition.

(NP-1.1.4) Assess needs and develop nutrition education programs for cancer prevention
among college students.

(NP-1.1.5) Assess needs and develop nutrition education programs for cancer prevention
among Head Start parents and other low-income groups.

(NP-1.1.6) Create a mass media campaign to promote statewide nutrition programs that
encourage consumption of a diet consistent with dietary guidelines.
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Objective NP-1.2:

To enhance, or develop where necessary, statewide nutrition programs to help New Jersey
residents reduce the risk of developing cancer.

Strategies:

(NP-1.2.1.) Establish an infrastructure within state government to coordinate and collaborate
activities among existing nutrition programs.

(NP-1.2.2) Incorporate an evaluation component in nutrition education programs to evaluate
effectiveness toward modifying behaviors that affect cancer risk.

(NP-1.2.3) Coordinate and support comprehensive nutritional education programs in allied
fields by sponsoring collaboration.

Objective NP-1.3:

To increase frequent, leisure-time physical activity, as consistent with Healthy New Jersey 2010
goals.

Strategy:

(NP-1.3.1) Educate the public about ways to increase physical activity using existing
programs and information sources.

Objective NP-1.4:

To reduce alcohol consumption in the State of New Jersey particularly at high levels.

Strategy:

(NP-1.4.1) Educate the public about the dangers of heavy alcohol consumption.
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RESEARCH ON NUTRITION/PHYSICAL
ACTIVITY AND CANCER

Ithough the importance of diet and nutrition

in cancer prevention is wel recognized,
more scientific information is needed in order to
effectively reduce cancer risk through dietary
approaches. Three major research aress can be
identified. One concerns the effects of different
dietary aspects (e.g., individua food items, food
groups, food patterns, dietary diversity, nutrients)
and physcad activity on cancer risk. For
example, even the previoudy accepted concepts
that a high-fat diet increases breast cancer risk
and a high-fiber diet decreases colon cancer risk
have been chdlenged (7). Although nutritional
guidelines for cancer survivors have been issued,
there is insufficient information on how certain
dietary practices can increase surviva. Many
diegtary condituents and herbs have been
developed commercidly as diet supplements for
the prevention or even cure of cancer based on
over- or mignterpretation of data or unscientific
extrapolaion. The possible efficacy and harmful
effects of these products need to be sudied.

GOAL NP-2:

The second area of research that the Nutrition
and Physca Activity Subcommittee recom-
mends concerns the development and evauation
of effective approaches of behavior modification
with regard to dietary pattern and physica
activity; that is, how to motivate an individud to
adopt and maintain hedthy eating habits and to
exercise regulaly and/or what kind of
environmental changes are needed to support
these changes in the State of New Jersey.

The Nutrition and Physical  Activity
Subcommittee further recommends research
into the etiology of cancer cachexia
Preventing the loss of appetite that is so often
associated with malignancy is a major cause
of the nutritional complications found in
cancer patients. In some, but not all, an
activity program increases intake. If
cachectic patients increase activity without
parald increases in intake, tissue wasting
rather than tissue gain will occur.

To increase research on effective dietary and physical activity approaches for the
prevention of cancer and increasing survivor ship of cancer patients.

Objective NP-2.1.

To evaluate the needs of New Jersey residents with respect to nutrition, physical activity, and
cancer and to implement the necessary changes for cancer reduction.

Strategies:

(NP-2.1.1) Conduct a needs assessment survey of New Jersey residents, including multiple
multi-ethnic groups, to assess their current dietary quality, alcohol consumption, use of
specia diets and dietary supplements in general, their barriers to healthy food choices, their
knowledge of the relationship between nutrition, BMI and cancer, physical activity, their
attitudes about changing their dietary habits, and what would be useful for them to change
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their dietary behavior. This survey could provide baseline data and could be repeated for
surveillance purposes.

(NP-2.1.2) Develop recommendations for future research, improvement of nutrition
education strategies, and policy changes based on the results of the survey and the nutrition

interventions.

Objective NP-2.2:

To increase the knowledge of the relationship among physical activity, nutrition, and cancer risk.

Strategies:

(NP-2.2.1) Promote preclinical and clinical research on dietary substances that can

potentially reduce cancer risk, including nutraceuticals/functional foods and nutrient-gene
interactions.

(NP-2.2.2) Promote behaviora research on effective, culturaly sensitive approaches for
dietary modification and exercise promotion.

(NP-2.2.3) Promote research on dietary and physical activity practices, including use of
dietary supplements, that will increase survival and quality of life of cancer patients.

(NP-2.2.4) Conduct research in the nutritional, metabolic, and gene-expression abnormalities
that result in cancer cachexia.

(NP-2.2.5) Identify seed money or pilot grant to support new research in this area. The
successful pilot projects will facilitate obtaining other grants from governmental and private

funding agencies.

CANCER SURVIVORSHIP AND
NUTRITION/PHYSICAL ACTIVITY

Proper nutrition and appropriate levels of
physical activity are likely important to
the optima efficacy of cancer treatment
regimens and may reduce the chances of
disease recurrence. Dr. Harmon J. Eyre
recently stated in the American Cancer
Society Journal CA: A Cancer Journal for
Clinicians that: “Unfortunately, although we
currently know a great deal about nutrition
and physical activity as they influence cancer

incidence, much less is known about how
they affect cancer recurrence and prognosis’
(19).

Cancer patients and survivors are intensely
interested in nutrition and complementary and
dternative treatment regimens. Studies
clearly demonstrate that they practice these
treatments, often without the knowledge of
their physicians and often without sufficient
information to support their usefulness or
safety (20;21).
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Currently every year over 1.2 million people
are diagnosed with cancer in the U.S. and
there are about 9 million survivors (3).
Modern oncologic medical care strives to cure
cancer or at the very least to transform it into
a chronic disease, eg., to extend the
meaningful survival of those afflicted with
cancer. Success on either front will increase
the numbers of survivors.

Therefore, it IS necessary for patients under-
going cancer treatment and cancer survivors to

GOAL NP-3:

have access to solid evidenced-based information
on digtary habits and physicd activity that will
permit optima hedlth and well-being. Cancer
patients and survivors should be able to obtain
this information and to aval themsdves of
appropriate professona advice and services.
Access should be equivdent regardless of
socioeconomic or education level.  Findly, to
generate this information more research into the
impact of dietary habits, nutrition, and physical
activity on cancer survivorship is necessary.

To assure proper nutritional carefor cancer patients.

Objective NP-3.1.

To encourage health care professionals to use nutrition guidelines for cancer patients/survivors

during and after cancer treatment.

Strategy:

(NP-3.1.1) Edtablish and then promote practice guiddines targeted to hedthcare professionals

relaing to nutritiona care for cancer patients.

Objective NP-3.2:

To provide cancer patients/survivors information about proper nutrition and physical activity

during and after treatment.

Strategies:

(NP-3.2.1) Assure that each cancer patient meets with a Registered dietitian before and
during cancer treatment to provide education concerning nutrition and physical activity and

cancer treatment.

(NP-3.2.2) Lobby for reimbursement coverage for Medical Nutrition Therapy.

(NP-3.2.3) Provide specific assistance to those New Jersey residents who are receiving/or
have received cancer treatment and are currently battling a nutritional problem.
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Principal Change Agents: The following organizations will contribute to the
implementation of strategies shown. Thislist is not mutually exclusive.

American Cancer Society:

Cancer Institute of New Jersey: NP-1.2.2; NP-1.4.1; NP-2.1.1; NP-2.1.2; NP-
2.2.1; NP-2.2.2; NP-2.2.3; NP-2.2.4

New Jersey Department of Health and Senior Services: NP-1.1.1; NP-1.1.2; NP-
1.1.3; NP-1.1.6; NP-1.2.1; NP-1.2.2; NP-1.2.3; NP-1.3.1; NP-1.4.1; NP-2.1.1,
NP-2.1.2; NP-3.1.1; NP-3.2.1; NP-3.2.3

Rutgers, the State University of New Jersey: NP-1.1.2; NP-1.1.4; NP-1.1.5; NP-
1.2.2; NP-1.3.1; NP-1.4.1; NP-2.1.1; NP-2.1.2

University of Medicine and Dentistry of New Jersey, Center for the Study of
Alternative and Complementary Medicine: NP-2.1.1; NP-2.2.1; NP-2.2.2
University of Medicine and Dentistry of New Jersey, School of Hedth Related
Professions (SHRP) — Dietetics: NP-1.1.1; NP-1.1.4; NP-1.1.5; NP-1.2.2; NP-
2.1.1; NP-2.1.2; NP-2.2.1; NP-2.2.2; NP-2.2.3; NP-2.2.4;
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CHILDHOOD CANCER

IMPORTANCE OF CHILDHOOD CANCER
FOR CANCER PREVENTION AND
CONTROL INNEW JERSEY

st as children are not “little adults’,

hildhood cancer is different in many ways
from adult cancer. The most common cancers
in adults are breast, cervical, colorectal, lung
and prostate; children amost never contract
any of these. Acute leukemia, central nervous
system tumors, neuroblastoma, Wilm’s tumor,
and non-Hodgkin's lymphomas constitute the
top five diagnoses under 14 years of age.
Thisisin contrast to Hodgkin's disease (HD),
germ cell tumors, non-Hodgkin's lymphomas
(NHL), melanoma, and soft tissue sarcomas,
which are more frequent in youngsters 15 to
19 years of age (Table 1). Many adult
cancers have identified risk factors, some
adult cancers may be preventable. However,
there is very little evidence to indicate the
causes of childhood cancer other than cancer
genetics.

Although the incidence of cancer in children
is much lower than in adults, about 80% of
children with cancer will be long-term
survivors. It has been estimated that by the
year 2010, one in every 250 young adults will
be a survivor of childhood cancer. Even
though cancers among children represent only
about 1% of all cancers, their patterns in the
population also merit special attention.

Most adults have aready completed their
education and are employed (or even retired)
before they are diagnosed with cancer; many
have aready had children. Some children
have not even started school before they are
diagnosed with cancer; they till have years
during which they should be achieving
physical and mental maturity. Ideally a child
who survives cancer would be able to grow

and develop normally, complete an education,
obtain gainful employment, and eventually
have children. However, ongoing aggressive
treatment with chemotherapy (and sometimes
radiation) that improves the probability of
survival can aso have profound effects on a
child who is still growing. For these reasons
the Childhood Cancer Subcommittee in
contributing to this Plan has been challenged
to develop solutions for the children with
cancer in New Jersey.

Childhood Cancer in New Jersey. Cancer
in children and young adults is relatively rare.
An estimated 9,100 new cases are expected to
occur among children aged 0-14 in 2002,
compared to 1,284,900 adults (1). For the
period 1979-1995 in New Jersey, the
childhood cancer incidence is dightly higher
in New Jersey children compared to U.S.
children. In New Jersey, the total childhood
cancer rate among boys was dightly higher
than among girls, mirroring U.S. rates. The
incidence of cancer among white children in
New Jersey was higher than the
corresponding rate for the U.S., but among
black children in New Jersey was dlightly
lower than the U.S. rate (2).

Mortality rates for childhood cancer in the
U.S. and New Jersey have declined since the
1970's (2), representing a nearly 46% decline
in mortality in New Jersey alone. The largest
declines in mortality have occurred for
Hodgkin's lymphoma, soft tissue sarcoma,
and leukemia (acute lymphocytic leukemia, in
particular). These trends reflect dramatic
successes in the treatment of childhood
cancer (2). An estimated 1,400 deaths are
expected to occur among children aged 0-14
in 2002, about one-third of them from
leukemia. Despite its rarity, cancer is the
chief cause of death by disease in children
between ages 1 and 14 (1).
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Table 1. Incidence of most common cancers
in 0to 14 year oldsand 15to 19 year olds, 1990-1997

TOTAL <15 15-19
Total 141.3 206.8
Acute Lymphocytic Leukemia (A.L.L.) 29.3 115
AM.L. 6.6 8.8
Hodgkin's Disease 5.7 34.7
Non-Hodgkin’s Lymphoma 8.5 171
Central Nervous System 318 20.3
Malignant Bone Tumors Osteogenic & Ewing's 7.0 15.8
Rhabdomyosarcoma 51 3.6
TOTAL A 111.8
Rates are per 100,000
* Abstracted from (3)
Age patterns. Incidence patterns for different  incidence rates are highest between birth and

types of cancer in children vary dramaticaly by
age. For example, lymphoid leukemia incidence
increases to a peek before age five and declines
theresfter, while acute mydoid (nonlym-

phocytic) leukemia incidence is congtant
throughout  childhood. The incidence of
Hodgkin's lymphoma increases throughout

childhood and is highest in adolescence. Neuro-
blastoma, retinoblastoma, and Wilm's tumor

age one and decline with increasing age (2).

Risk Factors. Overdl, the causes of most
childhood cancers remain unknown. Many
types of pediatric cancers are related to
genetic conditions. There also has been
considerable research into the effects of
environmental contaminants associated with
childhood cancer; however direct causation
has not been proven (4;5).

The recommendations of the Childhood Cancer Subcommittee are summarized below for the

following six topic areas in priority order:

Adolescent and Y oung Adult Treatment
Secondary Malignancies

Pain and Palliative Care

Family Support

Education

Advocacy
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GOALS, OBJECTIVESAND STRATEGIES

Overall Goal: To enhance the quality of life of the child, adolescent, and/or young adult
patient with cancer from diagnosis through treatment to survivor ship acrossthe life span.

ADOLESCENT AND YOUNG ADULT
TREATMENT

Treatment. Cancer survival in children
under 14 is a great success story of the
20th century. In the 1960s, the five-year
survival rate for a child diagnosed with cancer

was 28%. By the 1990s this had risen to over
75%. The greatest success was witnessed in
acute lymphoblastic leukemia, a virtualy
incurable disease in the 1960s with a median
survival of six months. Today, more than
75% of the children are cured.

Table2. Fiveyearssurvival ratesin 15to 19
year olds of selected diagnoses

Time Period 1975-84 (%) 1985-94 (%)
AL.L. 35 51
AM.L. 22 42
Hodgkin's 88 90
N.H.L. 56 69
Rhabdo 40 45
Osteo 49 59
Ewing's 36 56
* Abstracted from (7)

As may be seen from Table 2, there have been
substantial gains in surviva in the 15- to 19-
year age group from an earlier period (1975-
1984) to the late 1990s. However, this gain
lagged behind the significant improvements
seen in the younger age group. In 1975 the
older group had a survival rate of 64% versus
55% for children under 15. In the 1990s this
increased to 76% and 75% for the respective
groups. This shows relatively greater
improvement in the younger age group. In
fact the younger group is approaching an
overal surviva rate of 85%. This may be
attributable to the following:

Over 95% of the children under 15 are
being treated at pediatric cancer centers,
and over 60% are treated on national
clinical trials. There has been a direct
correlation  between participation in
national protocols and being treated at
pediatric cancer centers and the incre-
mental rise in cure rates.

Only 10% of 15 to 19-year-olds are
entered into clinical trials.

The biology of the disease in the older
group may be different.
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However, it can be argued that results for the
older group may improve through ther
participation in national clinical trids. The
evidence for this is seen in the case of T-cell
acute lymphocytic leukemia, which is
common in young adults. The Children’'s
Oncology Group with their protocol has
demonstrated  survival advantage with
intensive therapy, and T-cell leukemia is no
longer considered a poor prognostic criteria.

The mortality burden is a function of
survival and incidence.

One example of this are acute leukemias,
which constitute only 11% of all cancers
in 15- to 19-year-olds as compared to 35%
in children under 15 years. The survival
rate, on the other hand, is 46% versus
75%.

Over 80% of mortality in the older group
is attributed to four malignancies:
sarcomas, leukemias, central nervous
system, and germ cell tumors.

There has been a substantial gain among
the younger group in the above diagnoses
treated with intensive multimodal therapy.
Children’'s Oncology Group in fact
extends the age to 30 years for certain
diagnoses, e.g., rhabdomyosarcoma,
Ewing’s tumor, etc.

GOAL CC-IL:

To investigate the differences between
childhood cancer in ages 0-14 and childhood
cancer in ages 15-19, the Childhood Cancer
Subcommittee suggests that more clinical
research should investigate cancer up to

age 21.

Psychosocial  support. “The  greatest
difference in the management of adolescents
and young adults is in supportive care,
particularly psychosocial care” (3). Every
adult can identify with adolescence. It is the
most difficult period of any one's life without
the added “curse” of cancer. Medica
management (chemotherapy) is only a small
portion of the overal supportive care the
youngster deserves not only to achieve a cure,
but also to become a productive citizen. This
requires a multi-disciplinary team approach,
perhaps best accomplished at a pediatric
oncology center for this group of young
adults.

Cancer in adolescents and young adults is
more common than in younger children.
However, the surviva rate has not kept pace
in certain types of cancers seen in both
groups. This may be due to relative lack of
participation by the older group in national
clinical trials (6-14).

Toimprove carefor adolescents and young adults.

Objective CC-1.1:

To educate healthcare providers about the availability of existing clinical research protocols and
the referral of young adults up to the age of 21 to pediatric oncology centers.
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Strategy:

(CC-1.1.1) Conduct a pilot study to validate the existing research and assess any differencein
cancer survival based on trestment regime between adult treatment centers and pediatric

treatment centers.

Objective CC-1.2:

To identify how the current psychosocia needs are met for this group of patients.

Strategies:

(CC-1.2.1) Develop and distribute a gquestionnaire on cancer services for adolescents and
young adults to the participating centers (oncologists, socia workers, community agencies
involved and a group of randomly selected patients at the centers).

(CC-1.2.2) Utilize results of the survey on cancer services for adolescents and young adults
to identify gaps in service and provide feedback to participants in order to address unmet

needs.

SECONDARY M ALIGNANCIES

rvivors of childhood cancer represent a
S;rowi ng population. This pool is
expanding because of the increase in survival
and cure rates. Over the past three decades,
the incidence of childhood malignancies has
increased dightly from 12 to 14 per 100,000
population of under-15-year-olds. The
mortality rate has decreased from 6 to 3 per
100,000 (15) and the five-year surviva is
approaching 80% (16). This creates a pool of
survivors, which currently is estimated at 1 in
900 individuals between 15 and 45 years old.
It is projected that this number may reach 1 in
250 young to mid-aged adults by 2010
(17;18).

This population will challenge their
healthcare providers to address the medical,
emotional, and societal sequelae of cure. One

guestion already being asked on behalf of the
survivor is: What is the mortdity rate of the
survivor population compared to that of the
genera public?

Several studies have addressed this issue and
some degree of consensus has been reached.
Of those that die having been off therapy
greater than five years but in most cases less
than 15 years, the primary cause of death has
been recurrence of the primary disease. This
has accounted for about 65% of deaths,
whereas about 25% occur from issues related
to the primary disease and its treatment.
Second malignant neoplasms (SMN) are the
most common cause in this latter category
(16;19-21).

Overall approximately 10% of survivors may
die in the first severa decades after therapy.
SMN accounted in one study for 6.8% of the
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deaths representing 20 of 2,319 survivors
originaly followed or 0.86% of the survivor
population of that study (19).

The cumulative risk of SMN remains
unknown, but various studies have put that
risk between 1.2% and 12% at 20 years off
therapy. A long prospective longitudina
study of our pediatric survivors is needed to
ascertain  whether  known adult type
malignancies will occur at a younger age and
with increased frequency in the survivor
popul ation.

There is an ample body of literature
suggesting SMN as a risk to the childhood
cancer survivor. Age at diagnosis, gender,
primary cancer, type/dose therapy received,
and genetic predisposition have an impact
upon the risk of SMN.

One of the most comprehensive reports of
SMN comes from the Childhood Cancer
Survivor Study (CCSS) looking at a cohort of
13,581 children diagnosed with the common
childhood cancers prior to age 21 years
between January 1, 1970 and December 31,
1986, and followed at 25 selected institutions.
The cohort was five years or greater
survivors.  The median age was 23 years
(range 8 to 47 years). There were a total of
140,792 person-years of follow-up with
median time of 15.4 years (range 6.4 — 28.7
years). Excluded were those who died of
SMN before five years off therapy and those
with a diagnosis of retinoblastoma.

For the most part results supported previous
studies. Three hundred fourteen SMNs were
found in 298 individuals. Twenty years after
the childhood cancer diagnosis, the
cumulative estimated SMN incidence was
3.2%. Those with a primary diagnosis of
Hodgkin's Disease had the highest cumulative
incidence a 20 years. 7.6%. The most
freqguent SMNs were breast (n=60), thyroid

(n=43), and central nervous system (n=36)
(22).

Second malignant neoplasms are rare events,
but they exact a considerable emotional toll
on young adult survivors and their families.
All  primary care physicians who treat
survivors of childhood cancer should have an
increased index of suspicion for a second
malignant neoplasm based upon the
survivor's individual risk profile.  With
identification of specific high-risk factors
among the survivors, surveillance is more
focused, providing an opportunity for early
prevention and treatment.

Subsets of patients in numerous publications
have been identified as being at higher risk of
SMN. These include:

Those exposed to radiation: bone/soft
tissue sarcoma, central nervous system,
breast, and thyroid.

Those exposed to specific chemo-thergpeutic
agents.  akalators,  epipodo-phyllotoxins,
anthracyclines (CCSS).

Genetic predispogtion: those with bilatera
retinoblastoma (or unilatera hereditary re-
tinoblatoma),  Li-Fraumeni  syndrome,
neurofibromatosis, familid adenomatoss
polyposis, hereditary nonpolyposis colorecta
cancer, multiple endocrine neoplasias, basal
nevoid syndrome, aaxia tdangiectasa

Bloom's syndrome, and  Fanconi’'s
syndrome.
SMN is highest among those with

Hodgkin's Disease as primary diagnosis.
Female gender (p< .001 CCSS).
Childhood cancer diagnosis at younger
age (p< .001 CCSS).

Female children with radiation therapy to
the chest and possibly radiation therapy to
the abdomen if less than 7 years old
should be surveyed for breast cancer.
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The CCSS stated: “At the time of analysis
91.9% of the cohort members who had not
developed an SMN were alive compared with
59.4% of cohort members who had developed
an SMN.” The analysis was done on data
collected as of January 1, 2000. This finding
emphasizes the need for surveillance to
possibly detect and intervene early in the
occurrence of second malignant neoplasms
(22).

GOAL CC-2

The list of high-index suspicion subsets
should be inclusve to single out those
survivors needing special consideration for
increased surveillance by primary care
providers.

The issue dsatement would refer to
surveillance and possibly early detection and
diagnosis of SMN. Subsets relative to one
type of SMN can be devel oped with screening
options.

To reduce incidence of and mortality from secondary malignancies.

Objective NP-2.1.

To identify guidelines for screening of individuals who have been diagnosed with childhood

cancer.

Strategies:

(CC-2.1.1) Conduct a literature survey and interview experts in order to compile guidelines

for screening of childhood cancer survivors.

(CC-2.1.2) Convene a consensus conference and produce a report that will contain a
consensus statement and the development of screening guidelines for childhood cancer

survivors where needed.

(CC-2.1.3) Disseminate screening guidelines for childhood cancer survivors through the
development of a publication to be distributed to all heathcare providers and patients.

Objective CC-2.2:

To disseminate heathy lifestyle information to childhood cancer survivors to reduce
environmental factors contributing to second malignant neoplasms.
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Strategy:

(CC-2.2.1) Develop media campaign and brochures to educate childhood cancer survivors
on environmental risk factors for second malignant neoplasmes.

PAIN AND PALLIATIVE CARE

pproximately 12,400 children under 21

are diagnosed each year with cancer.
The majority of these children are expected to
survive, with five-year survival rates now
approaching 80%. However, over 2,000
children each year «ill die as a result of
cancer, which is the second leading cause of
childhood mortality, following accidental
deaths and homicides. Therefore, not only are
these children and the families of these
children faced with the prospect of having a
serious disease with treatment that can result
in life-threatening or life-altering compli-
cations, but they must also come to terms with
the possibility that the child might die. As a
conseguence, it has been advocated that al
children  with life-threatening  medica
conditions regardless of the prognosis,
including cancer, should be involved in a
palliative care program early in the diagnosis,
with the speciad needs of children being
addressed.

There is some disagreement over the term
palliative care, since this term is often
associated with terminal illness where there is
no hope for survival and where the treatment
shifts from curative intent to providing
comfort for the last few weeks of life.
However, paliative care has in recent years
undergone a paradigm shift (see Palliation
Chapter 3). As recently as 1987, when
palliative care was recognized as a medica
speciaty, the focus was on patients whose
prognosis was poor and was limited to
maximizing quality of life at the end of life.
A more global approach was suggested by the
World Hedth Organization in 1990: “...

control of pain, of other symptoms, and of
psychological, social and spiritual problemsis
paramount. The goa of paliative care is
achievement of the best quality of life for
patients and their families. Many aspects of
palliative care are also applicable earlier in
the course of the illness in conjunction with
anticancer treatment.” More recently in 2001
a white paper produced by the Children's
International Project on Palliative/Hospice
Services stated: “Palliative care is the science
and art of lessening physical, psychosocial,
emotional, and existentia  suffering.
Paliative care can benefit patients and
families whether the overall goals of care are
to cure, prolong life, maximize the quality of
life that remains or ease the pan of
bereavement. Thus, palliative care may be
provided concurrently with, or as an
dternative to life sustaining medical
intervention...A palliative care knowledge
base exists that can substantially improve the
experience of children living with life
threatening conditions. However, because
this knowledge is not widely taught in health
professors training programs, and in part
because it is care that is currently unpaid,
pediatric pdliative care is not widely
available” Clearly by adopting this broader
concept, palliative care would be introduced
at the time of diagnosis.

Beyond addressing the emotional impact of
the cancer diagnosis, implicit in this broader
concept of palliative care is the intent to deal
with multiple complications related to both
the underlying disease and the treatment of
the cancer. These symptoms include diarrhea
and constipation, nausea and vomiting,
fatigue, anorexia, dyspnea, and pain. Pan
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continues to be of paramount importance in
that it is very often the prevalent symptom
from the time of diagnosis and throughout
treatment. Pain is multi-factorial; it can be
related to the cancer itsdlf, the invasive
procedures used to diagnose or treat the
cancer, or the therapies used such as surgery,
chemotherapy, or radiation. It is also very
often the most important issue for the child
dying of cancer. In one recent study by the
Dana Farber Cancer Center, published in the
New England Journal of Medicine in 2000,
80% of children dying of cancer experienced
significant pain. Unfortunately, according to
the parents perceptions, only 20% of these

GOAL CC-3:

children had their pain adequately managed.
So, while we have the tools necessary to
dleviate a great dead of the suffering
associated with cancer pain, all too often
these tools are inadequately utilized. As in
adults, there appear to be significant barriers
to the successful treatment of children with
cancer-related pain during all phases of the
disease process. These barriers are related to
inadequate knowledge by health professionals
regarding the proper use and the side effects
of analgesics, especialy narcotics, as well as
misunderstanding by patients and their
families (23-29).

To increase the awareness of healthcare professionals, patients, and families on the use of
palliative care strategies in the child with cancer. Pain management can be used as an
example of how these strategies can be implemented successfully.

Objective CC-3.1:

To educate healthcare professionals, childhood cancer patients, and families about palliative care
strategies in the management of cancer-related symptoms including pain.

Strategy:

(CC-3.1.1) Develop a statewide educational forum for providers, childhood cancer patients,
and family members that will include palliative care and pain management strategies.

FAMILY SUPPORT

Every pediatric oncology medical treat-
ment program in New Jersey should
provide emotional support services to a
patient’s siblings and parents as well as to the
patient.

The literature documents the negative impact
on siblings and parents when a child is

diagnosed with cancer. Much of the literature
has focused on posttraumatic stress in relation
to the family after a childhood cancer
diagnosis, with an indication of parenta
symptoms consistent with Post-Traumatic
Stress Disorder (PTSD) (e.g., avoidance,
intrusive thoughts, hypervigilance, etc.).
Kazak et a. completed a study comparing
symptoms of anxiety and posttraumatic stress
in parents of children and adolescents
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diagnosed with cancer with a control group of
parents whose children and adolescents were
not diagnosed with a chronic illness (30). The
study, involving 130 cancer survivors and
their parents with a comparison group of 155
children and their parents, included five
measures of anxiety and stress, with two of
the measures involving family functioning
and social support. The results of the study
revealed significantly higher levels of
posttraumatic stress symptoms in parents of
children diagnosed with cancer as compared
to those parents whose children have not been
diagnosed with a chronic illness. Moreover,
study findings linked parents perceived
higher levels of socia support to fewer
posttraumatic  stress  symptoms. This
confirms the notion that quality of life of
survivors, sblings, and parents can be
improved by addressing impact at time of
treatment and  subsequently  through
psychosocial support at treatment centers.

The services of the child life/creative arts
specidist are essentia to meeting the goals of
providing emotional support, age-appropriate
explanations of the diagnosis and treatment,
preparation for procedures, and the modalities
with which the child may express his or her
anxieties, frustrations, and anger over
interruption of “norma” life. These
modalities include the use of art, musc,
dance, and play, with which the therapist
seeks to engage the child in counseling and
comfort consistent with their developmental
age. The effects of such interventions are
often beneficia to the family’s coping, to
sblings well being and interactions, and
adlow for more time- and cost-efficient
delivery of healthcare.

The Academy of Pediatrics has recognized
the importance of child-life services and
recommended that such services should not
be withheld because of financial constraints.
Child-life services represent an important
foundation for providing a better quality of
life for the youngster during treatment and
help ensure that child survivors meet the
emotiona and social milestones of their peers.

Literature supports the nature and severity of
stressors, reactions, and coping strategies that
point toward possible interventions. Stuber
and Kazak (31) found that clinical interven-
tions during treatment reduced not only the
family’s immediate stress levels, but continue
to provide emotional benefits after acute care.
In keeping with current research, Stuber and
Kazak recommended reducing family stress
levels by assisting the family in “developing a
realistic but hopeful understanding of life
threat and reducing the perception of
treatment intensity” (31). In addition, the
study recommended “adequate and develop-
mentally  appropriate  explanations and
preparations for procedures and treatment,
and careful control of pain and nausea.”
Interventions can be specific in terms of types
of professionals used (psychologists, social
workers, creative life therapists) and ratio of
patients to professionals recommended/
required. Delivery of services can also be
measured in terms of groups/programs
offered at a given institution. Studies
document the poor quality of life related to
sibling/parent anxiety, grief (losses, not only
death), and perseverance over problems
lasting over time. The literature aso
compares parent populations only by child's
disease severity or prognoses, not by
geography, ethnicity, etc.
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GOAL CC-4

To foster the psychosocial health of the child with cancer and the family.

Objective 4.1:

To maximize the quality of life of the child with cancer and the family.

Strategies:

(CC-4.1.1) Conduct a statewide survey to identify existing psychosocial support mechanisms
at each pediatric oncology treatment center.

(CC-4.1.2) Identify community resources for psychosocia support for children with cancer
and their families in conjunction with a capacity and needs assessment.

Objective 4.2:

To assess the psychosocia mechanisms utilized in treatment centers and the community.

Strategies:

(CC-4.2.1) Conduct a literature review to investigate psychosocia standards of care.

(CC-4.2.2) Collaborate on a consensus statement for psychosocial standards of care with key
stakehol ders.

Objective 4.3:

To ensure that appropriate and continuous psychosocial support is provided for every child with
cancer and the child’s family.
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Strategies:

(CC-4.3.1) Through a legidative initiative, require the assignment of a professional
caseworker to provide ongoing psychosocial assessment and intervention of every child and

his/her family as per standard of care.

(CC-4.3.2) Research existing reimbursement policies and mechanisms to evaluate current
trends in non-reimbursement for psychosocia services.

(CC-4.3.3) Partner with the insurance industry to further reimbursement of psychosocia

Services on an ongoing outpatient basis.

EDUCATION

ach year approximately 7,500 U.S.
hildren younger than the age 15 are
diagnosed with cancer; of 80% are expected
to be cured of their disease. Currently it is
estimated that 1 in 900 persons ages 15 to 45,
are childhood cancer survivors in the U.S. In
the year 2010, the statistics are expected to
increase to as many as 1 in every 250 persons.
According to estimates in the U.S. college-
age population this would mean that
approximately 67,000 individuals between the
age of 18 to 21 would be childhood cancer
survivors. By these estimates childhood
cancer survivors would comprise a large
portion of the population. Some reports
suggest that up to 50% of survivors are likely
to have late effects of their cancer therapy,
which may lead to significant disabilities that
alter quality of life. This brings to light the
need to screen childhood cancer survivors for
late effects of their past treatment.

Many survivors see their pediatric oncologists,
ether regularly or on an occasona bads, after
completing treatment for the underlying
malignancy, so that they can be monitored and
screened for late effects of their thergpy. Ther
primary medicd cae is managed by
pediaricians, family practitioners, internists, and
nurses. It is extremdy important for these

caretakers to be aware of the consequences of
survivors  previous treatments for normal tissues
and organ systems.

The available literature has well documented late
effects of treatment for survivors of childhood
cancer, whether surgical, chemotherapy or
radiation induced. Adverse effects have been
shown to many organ sysems, such as CNS,
neuroendocrine, ocular, dental, musculoskeletd,
cadiovascular, pulmonary, gastrointestina,
hormond function, fertility, and risks of
secondary malignancies,

Central _Nervous System:  Neurocognitive
deficit (difficulty reading, language, verbd and
non-verba memory, arithmetic, receptive and
expressive language, decreased speed of menta
processing, atention deficit, decreased 1Q,
behavior problems, poor school attendance, poor
hand-eye coordination); leukoencepha opathy
(saizures, neurologic impairment); focal necrosis
(headaches, nausea, seizures, papilledema,
hemiparess, speech, learning and memory
deficits); stroke; blindness; ototoxicity (abnormal
speech deveopment, hearing loss); myditis
(paresis, spadticity, dtered sensation, loss of
sphincter  control);  peripherd  neuropathy
(generdized weakness, locdized weakness, lack
of coordination, tingling and numbness).
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Neuroendocrine: Growth hormone deficiency
(poor  growth/growth  retardation); ACTH
deficiency (muscular weskness, anorexia,
nausea, weight loss, dehydration, hypotension,
abdomina pain, increased pigmentation); TRH
deficiency (hoarseness, fatigue, weight gain, dry
skin, cold intolerance, dry brittle hair, aopecia,
condipation, lethargy, poor linear growth,
menstrual  irregularities,  pubertd  delay,
bradycardia, hypotension); precocious puberty
(eaxly growth spurt, fdse catch-up, premature
sexud maturation);  gonadotropin  deficiency
(delayed or absent pubertd development, testi-
cular arophy, infertility, abnorma menses,
estrogen deficiency); hyperprolactinemia (abnor-
mal menses, infertility, galactorrhea, osteopenia,
loss of libido, hot flashes, impotency).

Ocular _system: Dry, red eyes; tearing;
ulcerations; tortuous vessels; pain;, de-
creased visual acuity; cataracts.

Head and neck/dental: Decreased saliva,
dental decay, thrush, ulcerations, chronic
rhinitis, facial pain, headache, hearing
impairment, chronic ear infections, hair
loss.

Musculoskeletal:  Muscular hypoplasia,
spinal abnormalities (scoliosis, kyphosis,
etc.), limb length discrepancy, pathological

GOAL CC-5:

fracture, osteoporosis, osteonecrosis, osteo-
cartilaginous exostoses, slipped capito-
femoral epiphysis.

Cardiovascular: Cardiomyopathy, valvu-
lar damage, pericardial damage, coronary
artery disease.

Pulmonary: Pulmonary fibrosis.

Gastrointestinal: Enteritis, adhesions,
esophageal strictures, fibrosis of small and
large intestines, hepatic fibrosis/liver
failure.

Thyroid dysfunction: Hypothyroidism,
thyroid nodules, hyperthyroidism.

Infertility: ~ Ovarian failure, premature
menopause, decreased or absent sperm
production, testicular atrophy (3;32).

With the longer life span and increasing
numbers of survivors of childhood cancer,
it is important to help educate primary care
physicians, pediatricians, family practi-
tioners, internists, and nurses on these late
effects, the need for screening, and
treatment/referral recommendations (3;32;
33).

Toincrease awareness of healthcare providers of late effectsin childhood cancer.

Objective CC-4.1.

To identify guidelines for screening and management of late effects of childhood cancer.
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Strategies:

(CC-5.1.1) Research and develop guidelines for screening childhood cancer patients
previously treated with chemotherapy or radiation therapy.

(CC-5.1.2) Collate and condense guidelines for referra and/or management recommenda-
tions of childhood cancer survivors for primary care physicians.

(CC-5.1.3) Disseminate guidelines for management of childhood cancer survivors through
the development of a public brochure and/or website and/or letter updates for al
practitioners. Update as new information becomes available.

GOAL CC-6:

Toincrease the awar eness of neur ocognitive deficitsin childhood cancer patients.

Objective CC-6.1.

To educate patients and families on neurocognitive deficits in childhood cancer patients post

treatment.

Strategy:

(CC-6.1.1) Develop a statewide educational forum for educators, childhood cancer survivors,
and family members that would address the issue of neurocognitive deficit.

ADVOCACY

dvocacy for individual childhood cancer

patients and their families should begin
a the time of diagnosis. Education and
advocacy are inextricably  intertwined.
Parents who are still in shock after being told
their child has cancer must suddenly deal with
a multitude of problems. They must learn the
unfamiliar skills involved in taking care of
their sick child, such as administering
medications on schedule and taking care of
central venous catheters. They must learn

how to interact with the school system to
ensure their child receives an appropriate
education and is not penalized for having to
miss school. They must also continue to meet
the ongoing, day-to-day needs of the patient’s
siblings. One parent may need to take a leave
of absence from work, or even relinquish a
job to devote additional time to their sick
child.

Legidation passed in the mid-1990s has given
patients and their families some new rights
regarding education and health insurance.
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Parents should learn what Family Medical
Leave Act benefits entail in order to obtain a
leave of absence from work without penalty.

Education. The various legal protections,
programs, and designations available to
children with cancer and their families are
well described in Keene et d. (33), Weiner et
al. (34), and Monaco, et a. (35). For various
reasons, some schools and systems are easier
to work with than others. Parents may need
help negotiating with an individua school
system, but the guidelines in these references
are reasonably clear and straightforward. A
child recelving treatment should be eligible
for a number of programs designed to permit
continuation of schooling. Because of the late
effects of some types of treatment (eg.,
cranial irradiation), children may not
experience learning difficulties until years
after conclusion of treatment. A child who
has always managed to do well in grade
school by working hard may be unable to
handle the additional work required in junior
high or high school. Not al child study teams
or school psychologists (to say nothing of
teachers) are aware of the learning problems
children with cancer or survivors of childhood
cancer may face.

Employment. Keene et al. (33), Weiner et
d. (34), and Monaco, et a. (35) aso explain
the legal protections and practicalities of
employment. The fact is noted, for example,
that a potential employer has no right to ask
hedth history questions or to require a
physical examination until after a preliminary
job offer has been made. The importance of
accurate assessment of cancer survivors
abilites and  appropriate  vocationa
counseling is aso mentioned. It is
particularly important that survivors left with
neuropsychological problems and/or
neurodevelopmental delay be given adequate
support, as they are at increased risk of being
unable to secure or maintain a job.

Unfortunately, many survivors who have had
brain tumors or who have required high doses
of crania irradiation are left with such
neurological deficits.

Insurance (during the child’s treatment).
Few people are familiar with all the nuances
of their hedth insurance coverage; such
knowledge is further complicated by the
changes frequently made in these plans
requiring prior authorization or lab tests to be
performed at designated facilities. Different
insurance companies and HMOs vary greatly
in their procedures and requirements related
to the patient’s care.

Insurance (for the cancer survivor). Vann,
et a. (36) found that young adult survivors of
childhood cancer were “more likely to be
denied health insurance than their siblings,
with an adjusted odds ratio of 15.1” and “had
health insurance policies that excluded care
for pre-existing medica conditions more
often than their siblings (OR = 5.5)" (36).
Now the Hedth Insurance Portability and
Accountability Act of 1996 (HIPAA) and the
Consolidated Omnibus Budget Reconciliation
Act of 1985 (COBRA), have improved the
Situation for cancer survivors and their
families. If aparent of a child diagnosed with
cancer or a cancer survivor changes jobs,
these laws protect them from losing their
health insurance. If afamily (or patient) does
not have insurance in effect at the time of
diagnosis, it can till be extremely difficult to
obtain insurance. If a young adult who has
survived childhood cancer no longer qualifies
for coverage under his parent’s insurance, he
may find it nearly impossible to obtain health
insurance coverage without a substantial
waiting period (usualy a year) for coverage
of pre-existing conditions. Private individual
insurance may be prohibitively expensive; an
insurer cannot refuse to issue a policy, but the
premiums may be very high because of an
individual’s hedth history. The guide by
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Keene et a. advises the cancer survivor not to
look for a job in a small company: “The
easiest way to get insurance is for you or your
spouse to work for a large corporation or
government agency that provides a group
health insurance policy. The larger the pool
of employees, the less likely you are to be
rejected from health coverage...” (33).

Despite some progress, cancer Survivors
inarguably have more difficulty obtaining
insurance than their peers, and this situation is
not likely to improve. Within the past two to
three years, the results of several studies of
five-year (and more) survivors of childhood
cancer have reported the incidence of second
malignancies in these patients and an
increased late mortality experience, eg.,
deaths due to late effects of chemotherapy and
radiation, not just to relapsed cancer or
secondary malignancies (16). A program to
follow survivors of childhood cancer will use
the results of these studies to plan for
screening for cardiac or pulmonary dys
function, as well as second malignancies (22).
Will insurance pay for these tests? Will an
insurer consent to enroll a new client with
these documented additional risks?

An increasing number of “cancer genes’ have
also been identified. Li's exemplary
discussion of the dilemmas posed by
detecting one of these genes in an individual
(ad in a family) includes the RB1
retinoblastoma gene (37). Fortunately it is
very rare: an infant who inherits the RB1 gene
has a 90% likelihood of developing
retinoblastoma, usualy in both eyes. The
child who survives hereditary retinoblastoma
has an increasing chance of subsequently
developing another cancer; a 50% likelihood
of developing another cancer by age 50 years
(compared to a 5% risk of a second cancer in
a patient with sporadic retinoblastoma). As
each new cancer gene is identified, the dua
opportunity appears. The physician can

potentially identify a patient who should have
earlier and more frequent screening for
particular cancers, thereby increasing the
probability of early detection (and, hopefully,
cure) of cancer. Yet the insurer can aso
potentially identify a high-risk participant.
Although legidation has been developed to
protect the privacy of patients, and various
attempts have been made to prevent insurance
companies from obtaining the results of tests
for cancer genes, lega protections need to be
developed to alow physicians to order
appropriate screening for at-risk individuals
without breaking confidentiality require-
ments.

Oeffinger et al. sent a brief questionnaire to
the 219 indtitutional members of the
Children's Cancer Group and Pediatric
Oncology Group; 182 members responded
(38;39). Only 80 of the ingtitutions who
responded had long-term follow-up clinics.
Although 44% had a mechanism for
following up adult survivors, only 15% of the
programs had established a formal data base
for young adults. The institutions were asked
which of several factors interfered with long-
term cancer-related follow-up for young
adults, and responses included patients
uncertainty about need for follow-up (76%),
patients unwillingness to come (66%), and
lack of insurance (63%). The same group
found that among the 99 patients participating
in the long-term follow-up program, 69% had
at least one late effect (36% had two or more)
and 30% had a CTCv2 Grade 3 or 4 late
effect (Common Toxicity Criteria, version 2,
of NCI). Sklar reported that of 650 survivors
followed in the Long Term Follow Up Clinic
at Memorial Sloan-Kettering Cancer Center,
“the most common sequelae are endocrine
complications, which are seen in 40% of the
patients’ (40). Strickland et al. reported that
among those surviving patients transfused
between 1961 and March 1992, 66% were
found to be infected with Hepatitis C (41).
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With HMOs dropping Medicare populations
and then Medicaid populations because of the
expense involved in their care, protecting
these “predictably expensive’ childhood
cancer patients and survivors will be a
difficult undertaking.

The importance of educating cancer survivors
cannot be overemphasized. Blacklay et al.
describe providing an information booklet to
50 adult survivors of cancer in child-
hood (42). The booklet for survivors over the
age of 14 years included “information about
treatment of cancer, general advice about a
healthy lifestyle, the rationale for long-term
follow-up, and information about employment
and life insurance problems.” A small survey
was then administered to these patients to
evaluate whether the booklet had been

GOAL CC-1:

effective. Over three-quarters of the patients
reported they had learned new information
from the booklet and better understood the
risks of sunbathing and the importance of
follow-up.

Perhaps the ssimplest solution to the problems
of educating patients and families about the
complications and possible late effects of the
disease, as well as about problems likely to be
encountered in education, employment, and
insurance, would be to distribute a copy of the
book by Keene, Hobbie, and Ruccione (33).
It is remarkably comprehensive, practical, and
easy to read. Published in 2000, it includes
numerous helpful references and websites, as
well as email addresses of two of the authors
to assist patients in locating follow-up clinics.

To increase advocacy for childhood cancer, especially on issues related to long-term
survivor ship, education, employment, and insurance cover age.

Objective CC-7.1:

To educate legidators and key decision-makers about issues in childhood cancer.

Strategy:

(CC-7.1.1) Investigate the establishment of a grassroots childhood survivorship organization.

(CC-7.1.2) Develop and fund an advocacy campaign on childhood cancer concerns targeting

legidators.

Objective CC-7.2:

To educate childhood cancer survivors and families about issues in childhood cancer.
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Strategies:

(CC-7.2.1) Investigate established models for teaching childhood cancer advocacy to the lay
community.

(CC-7.2.2) Host a statewide conference for parents and childhood cancer survivors utilizing
the model with demonstrated effectiveness for teaching advocacy.

(CC-7.2.3) Collaborate with multi-disciplinary organizations, e.g., American Cancer Society,
New Jersey Education Association, New Jersey State School Nurses Association, to re-
ingtitute educator conferences on childhood cancer survivorship issues.

Objective CC-7.3:

To educate insurance companies about issues in childhood cancer.

Strategy:

(CC-7.3.1) Utilize the grassroots childhood cancer survivorship organization to educate
insurance companies on the cost effectiveness of surveillance.

Principal Change Agents. The following organizations will contribute to the
implementation of strategies shown. Thislist is not mutually exclusive.

American Cancer Society

New Jersey Department of Health and Senior Services. CC-2.1.3; CC-5.1.3
New Jersey Pediatric Hematology Oncology Network: CC-1.1.1; CC-1.2.1; CC-
1.2.2; CC-2.1.1; CC-2.1.2; CC-2.1.3; CC-2.2.1; CC-3.1.1; CC-4.1.1; CC-4.2.1;
CC-4.2.2; CC-5.1.1; CC-5.1.2; CC-5.1.3; CC-7.1.1; CC-7.2.1; CC-7.2.2; CC-
7.2.3,CC-7.3.1

Tomorrows Children’s Institute: CC-6.1.1
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BREAST CANCER

IMPORTANCE OF BREAST CANCER FOR
CANCER PREVENTION AND CONTROL

he greatest impact on reducing the

number of years lost to cancer will come
from progress against common cancers such
as breast cancer. Nationally, femae breast
cancer is the most common cancer among
women, comprising an estimated 31% of new
cancer cases and causing 15% of cancer
deaths in U.S. femaes for 2002 ().
(Information about breast cancer in males can
be found by contacting www.nci.nih.gov.) In
the National Cancer Institute’s (NCI) Annual
Report to the Nation, breast cancer was cited
as the most common cancer diagnosed among
women in al five racid and ethnic
populations studied (2). In 1998, breast
cancer caused 790,000 person-years of life
lost, ranking second after lung cancer
(2,272,000) (3). Between 1980 and 1998 the
rate of new cases of late-stage breast cancer
remained relatively stable, indicating that the
impact of breast cancer screening must be
examined further. According to the Cancer
Progress Report of the National Cancer
Institute, breast cancer in women has been
identified as a major cancer on the rise and
one that therefore warrants greater efforts at
control (3).

The Breast Cancer Workgroup of the Task
Force on Cancer Prevention, Early Detection
and Treatment has compiled evidence to
indicate that breast cancer is also akey areato
address in New Jersey. As will be shown later
in this chapter, invasive breast cancer
incidence among New Jearsey females
continues to increase. The decline of breast
cancer mortality is not consistent across all
populations in New Jersey. Effective breast
cancer early detection techniques are not
being used consistently across al populations
in New Jersey. Below is abrief discussion of

the known risk factors for breast cancer and
some of the means available to detect and
control the disease.

The causes of breast cancer are not al known;
however, some risk factors ae wel
recognized.  The risk of breast cancer
increases gregtly with age. The risk factors
also include family history, familial cancer
syndrome, as wel as reproductive and
hormonal factors such as early menarche
(early onset of menstruation), late menopause,
late parity (bearing children late), and
nulliparity (not bearing children).  High
educational and socioeconomic levels are
linked with greater risk, probably due to their
association with the reproductive risk factors.
Jewish women are aso known to be at higher
risk of breast cancer, while black women have
lower rates of the disease than do white
women. Certain types of benign breast
disease (fibrocystic, fibroadenoma), obesity
after menopause, and moderate to heavy
alcohol consumption (3 or more drinks per
day) aso are associated with breast cancer.
Very high doses of radiation, such as that
used in radiation therapy, have been shown to
cause breast cancer. Long-term use of
estrogen replacement therapy after
menopause may increase the risk of breast
cancer. Some recent studies suggest a
possible increase in breast cancer before the
age 45 among women who used oral
contraceptives for a long time or who started
oral contraceptive use at an early age. Other
factors that may be associated with breast
cancer are a lack of physical activity and a
diet high in fat. Other risk factors, such as
pesticide and other chemical exposures that
mimic or modify the action of estrogens and
gene-environmental interactions are being
investigated (4-6).
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Breast-Self-Examination  (BSE), Clinica
Breast Examination (CBE), and mam-
mography are methods for screening and
early detection of breast cancer. Although
many organizations recognize these three
screening  techniques, guidelines for fre-
guency of testing differ by organization (7-
10). For more information about screening
guidelines for breast cancer see Appendix F.

Regular use of mammograms can reduce the
chances of dying from breast cancer.
Randomized clinical trials have demonstrated
a 30% reduction in breast cancer mortality in
women aged 50 to 69 years who are screened
annually or biennially with mammograms (5).
For women in their 40s, the risk can be
reduced by about 17%. For women aged 70
and older, mammography may be hepful,
dthough firm evidence is lacking (10). Since
implementation of the Mammography Qudlity
Standards Act in 1994, al U.S. mammography
centers must be certified by the Food and Drug
Adminigration (FDA) (5). A complete list of dl
certified mammography centers in New Jersey
can be found a http://www.fda.gov/cdrh/
mammaography/certified.html. The six
currently FDA-approved digital mam-
mography centers in New Jersey can be found
at www.hersource.com

In terms of primary prevention, tamoxifen, a
selective estrogen-receptor modulator, has
been shown to reduce breast cancer incidence
among women at elevated breast cancer risk.
Five-year adjuvant trestment of tamoxifen has
aso been shown to significantly reduce
recurrence of secondary malignancies in early
stage breast cancer patients (11;12). The
American Society of Clinica Oncology
conducted a technology assessment of
tamoxifen and concluded that, for women
with a defined five-year projected risk of
breast cancer equal to or greater than 1.66%,

tamoxifen (20 mg/day for up to five years)
may be offered to reduce risk (13;14).
However, tamoxifen may aso increase the
risk of contracting other serious disease,
including endometrial cancer, stroke, and
blood clots in veins and in the lungs (14).
Women concerned that they may be at
increased risk of developing breast cancer
should talk with their doctor about whether to
take tamoxifen to prevent breast cancer.

Genetic testing for breast cancer is relatively
new. The “breast cancer gene,” BRCA1, was
identified in 1994 (15) and BRCAZ2 in
1995 (16). A positive on a mutation test
result indicates enhanced breast and ovarian
cancer risk — either higher risk of an initial
cancer (for unaffected women) or a recurrence
or second primary cancer (for women already
affected by cancer). Women with BRCA1 or
BRCA2 mutations have approximately a 33%
to 50% risk of developing breast cancer by
age 50 (17;18). By age 70, a mutation
carrier’s risk of developing breast cancer is
56% to 87% (18-20).

Other prevention strategies recognized by the
National Cancer Institute include suppression
of hormonal factors, reducing radiation
exposure, dietary factors, and prophylactic
mastectomy (21;22).

BREAST CANCER IN NEW JERSEY

Incidence. The American Cancer Society
estimates that, among women in the U.S,
203,500 cases of breast cancer will be newly
diagnosed in 2002. In New Jersey aone,
approximately 6,900 breast cancer cases will
be diagnosed in 2002 (1).

The breast cancer incidence rates in
New Jersey increased from 1979 to the early
1990s and have remained fairly stable since
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that time* (Figure 1). New Jersey females
had similar incidence rates to U.S. females in
1999; 141.0 versus 139.1 per 100,000**.
However, incidence rates in white females
were higher in New Jersey than in the U.S. in
1999; 146.6 versus 143.0 per 100,000**.
Incidence rates in  black femades in
New Jersey were lower than in the U.S;
111.7 versus 123.9 per 100,000**. In a recent
report published by the New Jersey State
Cancer Registry, a lower proportion of
Hispanic and black women were diagnosed in
the earlier stages of breast cancer than were
non-Hispanic women (23-25).

In New Jersey, the percent of breast cancers
diagnosed in the early stage (in situ and
localized) has steadily increased in both black
and white women in the past ten years.
However, the percent of white women being
diagnosed in the early stages is higher than
that for black women in New Jersey (68%
versus 60%) in 2000* (Figure 2).

Mortality. The American Cancer Society
estimates that about 39,600 breast cancer
deaths will occur among women in the U.S. in
2002 (1). Approximately 1,400 New Jersey
women will die from breast cancer in 2002
(26). Consistent with 1999 U.S. mortality
rates, black women in New Jersey have a
higher mortality rate compared to white
women, despite the incidence rates of black
women being lower (Figure 1 & 3). In 1999,
white females in New Jersey had a higher rate
of breast cancer mortality than the U.S. (29.5
per 100,000** versus 26.3 per 100,000**).
However, New Jersey has lower rates of
breast cancer mortality in black females than
in the U.S. (32.8 per 100,000** versus 35.8
per 100,000** (Figure 3). Breast cancer
mortality in Hispanic femaes in New Jersey
was only haf of the mortality rate of non-
Hispanic white and blacks (25;27).

In 1995, a Breast Cancer Summit was held to
gather New Jersey physicians, researchers,
health professionals, and organizations to
address the serious healthcare crisis in breast
cancer. In a report of the Breast Cancer
Summit (28), Breast Cancer Mortality in New
Jersey: A Time for Action, five areas for
action were identified for New Jersey:. early
detection, therapeutics, research, healthcare
policy, and data. Over half a decade later in
2002, the Breast Cancer Workgroup concurs
that these remain important priorities for the
state. Therefore, the Breast Cancer
Workgroup has used the action plan of the
Breast Cancer Summit as a basis for
addressing breast cancer mortality in this
report.

Prevention and Early Detection. Data from
the Behaviora Risk Factor Surveillance
System (BRFSS) indicate that the percent of
New Jersey women receiving mammography
increased greatly between 1991 and 2000.
The number of women reporting that they
never had a mammogram and a breast exam
decreased in all age groups (Figure 4). This
increase in screening rates occurred across all
age groups. Despite positive trends in
New Jersey mammography use, New Jersey
rates remain below U.S. rates for breast
cancer screening in women over age 50.

Conclusion. New Jersey data revea that
white women have the highest incidence of
breast cancer in every age group. However,
black women have a higher mortality from
breast cancer, with maor differences
occurring at ages 45 to 64. These differences
may result from the disparity observable by
race in healthcare prevention and treatment
services, which is reflective of access-to-care
problemsin New Jersey.

*|ncidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.
** Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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Figure 1l:Invasive Breast Cancer Incidence Rates
Among New Jersey Women, 1979-2000*

160.0
140.0
é W
g 120.0 W
o 100.0 -—l/-\-_ﬂ‘\./t
Q
o
S 800
=
60.0
2
o 400
g
X 200
0.0 R N S O O N A O L (O . S . B

Year of Diagnosis
Source: New Jersey State Cancer Registry (NJSCR) H
Ratesare per 100,000 age-adjusted B200U.S (5-year groups) standard T+ White Women

-# Black Women

*Rates for the year 2000 data from the NJSCR are preliminary.

Figure 2: Stage of Diagnosis for Female Breast Cancer in New
Jersey by Race, 2000*
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Figure 3: U.S. and New Jersey Female Breast Cancer
Mortality Rates, 1999
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Figure 4: Female Respondents, age 40 and older, who report
that they have never had a mammogram and a breast exam
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Below are the Healthy New Jersey 2010 goals relating to breast cancer.

Healthy New Jersey Goal 1. Increase the percentage of females aged 40 and over who
received a clinical breast examination and a mammogram within the past two years, by

2010.

Table 1. Basdine data and projected target ratesto reduce
the death rate from female breast cancer.

Preferred
1997-1999 Per cent 2010 Per cent

Populations BaselineData | Target Change | Endpoint | Change
Tota females 40+ 65.0 75.0 +15.4 85.0 +30.8
White non-Hispanic females 66.2 75.0 +13.3 85.0 +28.4
Black non-Hispanic females 62.8" 75.0 +194 85.0 +35.4
Asan/Pecific Islander # # # # #
Hispanic females 56.77 75.0 +32.3 85.0 +49.9
Females 50-64 70.9 85.0 +19.9 90.0 +26.9
Females 65+ 60.4 75.0 +24.2 85.0 +40.7
MCO records older enrolled 68.3 85.0 +24.5 90.0 +31.8
females (1998-1999)

"Estimate has a relatively large standard of error or more than two percent.
“Data are statistically unreliable.
Source: Healthy New Jersey 2010

Healthy New Jersey Goal 2: Increase the percentage of female breast cancersdiagnosed in
early (in situ/local) stage of disease, by 2010.

Table 2. Baseline data and projected target ratesto increase the percentage of females
who received a clinical breast examination and a mammogram within the past 2 years.

Preferred
1998 Per cent 2010 Per cent
Populations BaselineData | Target Change | Endpoint | Change
Total 65.9 75.0 +13.8 85.0 +29.0
White 66.7 75.0 +12.4 85.0 +27.4
Black 58.5 75.0 +28.2 85.0 +45.3
Asian/Pacific Idlander # # # # #
Hispanict 69.0 75.0 +8.7 85.0 +23.2
Females 65+ 64.6 75.0 +16.1 85.0 +31.6

*1098 Hispanic data unavailable, using 1996 data.

*Data are statistically unreliable.

Source: Healthy New Jersey 2010
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Healthy New Jersey Goal 3: Reduce the age-adjusted death rate from female breast cancer,
by 2010.

Table 3. Baseline data and projected target ratesto increase the percentage
of female breast cancers being diagnosed in early stages.

Preferred
1998 Per cent 2010 Per cent

Populations BaselineData| Target Change | Endpoint [ Change
Total age-adjusted 24.7 17.0 -31.2 17.0 -31.2
White age-adjusted 24.7 17.0 -31.2 17.0 -31.2
Black age-adjusted 28.1 233 -17.1 17.0 -39.5
Asian/Pacific Idander age- # # # # #
adjusted
Hispanic age-adjusted # # # # #
Females 50-64 56.2 47.3 -15.8 20.0 -64.4
Females 65+ 143.7 120.0 -16.5 103.0 -28.3

“Data are statistically unreliable.
Source: Healthy New Jersey 2010

In support of the Healthy New Jersey 2010 goals for breast cancer, the recommendations of the
Breast Cancer Workgroup are summarized below for the following three topic areas in priority
order:

Awareness and Education
Research and Surveillance
Treatment
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GOALS, OBJECTIVESAND STRATEGIES

AWARENESS AND EDUCATION FOR
BREAST CANCER

To increase screening for breast cancer,
increase early diagnosis, and decrease
death rates, the Breast Cancer Workgroup
identified education as a priority for
New Jersey. The education process has four
components. (1) developing a consensus
message, (2) educating the public, (3) educating
patients, and (4) educating hedthcare
professonals. An effective message will be one
that encompasses al aspects of breast hedth and
is adopted by professonals, communities,
grassroots organizations, and advocacy groups
through collaboration and partnerships.
Although the Breast Cancer Workgroup
discussed the importance of educating al
New Jerseyans about breast health and quality
breast cancer care, high-risk populations must
be targeted first in order to address disparities
apparent in the incidence and mortality data
Please see the Research component of this
chapter for more information about
identification of high-risk populations for
breast cancer.

Building _Consensus. The process of
education must begin with achieving
consensus on approaches to breast cancer
prevention, early detection, and treatment.
Currently, several different messages are
being disseminated about breast cancer
screening, for example. Most organizations
recommend annual mammograms for women
ages 40 and older based on strong evidence
that mortaity is reduced (7;8;10;29).
However, recommendations for breast self-
examination and clinical breast examination
vary drastically. The U.S. Preventive
Services Task Force concludes that the
evidence is insufficient to recommend for or
against teaching or performing routine breast

self-examination and that the evidence is
insufficient to recommend for or against
routine clinica breast examination aone to
screen for breast cancer (10). Conversdy, the
American College of Radiology recommends
that BSEs be performed monthly and that CBEs
be performed annudly (7). Without a consensus
message, breast cancer education is inconsstent
and gporadic, and awareness about the
importance of prevention and early detection is
not universdl.

Awareness and Education for_the Public.
Data from the New Jersey State Cancer
Registry (presented earlier in this chapter)
demondrates that some segments of the
New Jersey populaion are suffering dispropor-
tionately from breast cancer. Although white
New Jerseyans have higher incidence of breast
cancer, more black women are dying from it.
Focused efforts by  private  sector
organizations and federal and dState
governments to educate women about the
importance of breast cancer prevention and
early detection and to provide opportunities
for mammography screening have resulted in
dramatic  increases in  mammography
screening rates over the past two decades.
However, according to data from BRFSS,
women in New Jersey are not utilizing breast
cancer screening effectively. In 2000, more
New Jersey women than the U.S. median
(47.0 versus 32.9) reported never having had
a mammogram or clinica breast exam
(Figure4). According to the Peer Review
Organization of New Jersey, approximately
50% of women with Medicare eligible to
receive a mammogram do not take advantage
of this Medicare-covered service.

Many studies have been conducted to identify
both barriers to screening and interventions
needed to overcome barriers, such as
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cost (30), lack of knowledge regarding
screening (31), physician recommendation
(32), language (33), cultural sensitivity issues
(33), inaccessible screening sites  and
trangportation (33). In a recent New Jersey
study, participants revealed that they are not
motivated to obtain screening services
because “prevention is not a priority” (33).
(See the Access and Resources Chapter for
additional information on this study.)

Efforts to educate women about the need for
breast cancer screening have varied in their
ability to overcome barriers and increase
screening rates.  Some successful attempts to
persuade women of the necessity of screening
mammograms have used nurse practitioners,
videotapes, in-person counseling delivered by
nurses or peers, mailings, and telephone
counseling (34-39). Some have used social
networks (40;41), community or hedthcare
systems approaches (42;43) rather than
focusing exclusively on individua behavior
change.

Teaching breast self-care as breast changes
occur in the adolescent girl can influence
positive behaviors such as performing breast

self-examinations and seeking regular
professional breast examinations.  Health

promotion behaviors are often taught in high
schoal, but little research has been conducted
on teaching breast health in a high school
setting, particularly breast cancer early
detection and screening (44). Another study
found that educational lessons could improve
knowledge and attitudes of adolescent girls
with respect to breast self-examination (45).

Interventions should focus not only on
improving one-time screening but also on
improving repeat adherence. Recent research
found that *“off-schedule” women (women
screened at least once and non-adherent with
recommended screening intervals) had greater
knowledge and were more positive about

mammography than women who had never
been screened, but their measures on these
indicators were lower than those for “on-
schedule” women (46). Brief interventions
from hedthcare providers emphasizing the
importance of repeat screening should be
delivered to “off-schedule” women.

Given both the importance and the
complexity of the issues, women should have
access to the best possible relevant
information regarding both benefits and risks
of screening, presented in an understandable
and usable form. In addition, educational
information to accompany this risk-benefit
information should be prepared to lead
women step by step through a process of
informed decision-making (9). The Breast
Cancer Workgroup also proposes that breast
cancer screening and early detection be taught
ealy to foster knowledge about lifelong
breast hedlth.

Awareness and Education for _the Cancer
Patient. Not only is it essential that
awareness be increased in the genera public,
awareness must also be increased in the
patient population. For a number of reasons,
follow-up for evauation and treatment is
often not completed. In a study of 10,434
mammograms conducted between 1995 and
1997, 44% of women with abnormal
mammograms had no further follow-up (47).
Lack of understanding by the patient about
the next steps often contributes to incomplete
follow-up, as does inconsistent sharing of
information (20). Women also report that
lack of communication that follow-up was
necessary, cost of lost wages and medical
care, system factors, and fear represent
barriers to appropriate follow-up (48).

Primary care physicians hold a strategic
position for the delivery of preventive care
services because of their access to the patient
population and their long-term relationship
with patients. It has been shown that by
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implementing a multi-faceted intervention,
patients are more likely to assume an active
role in decison-making (49). Also, pre-
consultation education appears to be an
effective clinical strategy for helping patients
gain an accurate understanding of treatment
options before meeting with their physicians
(50). This information must be presented in
an understandable and culturally appropriate
format.

Awareness and Education for Healthcare
Practitioners. More than 20% of New Jersey
women reported no mammogram within the
past two years, for ages 40 to 64. Data from
BRFSS 2000 indicate that, for women over
65, nearly 26% reported no mammogram
within the past two years, which is dightly
higher than the U.S. average percentage of
23%. These numbers must be improved to
effectively decrease mortality and increase
early detection of breast cancer.

As noted earlier, primary care physicians are
in a strategic position to influence preventive
care services. A review focusing on breast

GOAL BR-I:

cancer screening concluded that severa
interventions, notably reminders and audit
and feedback, can increase physician use of
mammography (49). Tailored interventions,
using a package that addresses specific
professional barriers to change in a particular
setting, are recommended to improve delivery
of preventive services in primary care.
Additionally, research has shown that
physicians can be assisted in their delivery of
preventive services through group education,
reminder devices, and changes to the
organization of care (49).

The Breast Cancer Workgroup recommends
that healthcare professionals encourage their
female patients to use available screening
methods for breast cancer. Given the
observed variation among populations and
different barriers for each population,
interventions must be tailored. Below we
present the Breast Cancer Workgroup's
recommendations for a multidimensional
approach to addressing breast cancer
education in New Jersey.

To improve public under standing of breast health, breast cancer, and screening to promote

the value of early detection.

Objective BR-1.1:

To build consensus on what the public message should be regarding breast cancer education,
impact of certain health and lifestyle factors, screening and treatment, and the benefits and risks

of early detection.
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Strategies:

(BR-1.1.1) Convene a diverse group of breast cancer experts, advocates, and consumers at
state and community levels.

(BR-1.1.2) Review and summarize the most current scientific literature about breast cancer
screening, early detection, and treatment.

(BR-1.1.3) Develop an overall breast cancer message for the general public, as well as

targeted culturaly appropriate messages for high-risk, underserved, and specia populations
based on research findings. (See also Goal BR-7: Research and Surveillance.)

(BR-1.1.4) Establish priorities to most effectively reach the targeted population with breast
cancer information.

Objective BR-1.2:

To develop and implement a statewide breast cancer public awareness campaign to increase
utilization of breast cancer screening services (in accordance with accepted public health practice
and recommendations of the Centers for Disease Control and Prevention).

Strategies:

(BR-1.2.1.) Develop media campaigns specifically promoting the availability of no-cost
breast cancer screenings for those eligible through the New Jersey Cancer Education and
Early Detection (NJCEED) Program. Develop media campaigns specifically promoting the
Medicaid Breast and Cervica Cancer Treatment Program for eligible women that are
screened and/or diagnosed through NJCEED.

(BR-1.2.2) Collaborate with organizations and entities to communicate messages and
effectuate the breast cancer campaign, including (but not limited to): the New Jersey Primary
Care Association, American Cancer Society, Breast Cancer Resource Center/YWCA
Princeton, Susan G. Komen Breast Cancer Foundation, Medical Society of New Jersey,
New Jersey Association of Osteopathic Physicians and Surgeons, New Jersey Hospital
Association, New Jersey State Commission on Cancer Research, Cancer Institute of
New Jersey, Health Research and Educational Trust of New Jersey, and Peer Review
Organization of New Jersey, Inc.

(BR-1.2.3) Provide public service announcements and media information on breast cancer in
English, Spanish, and other languages as needed.
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(BR-1.2.4) Provide training for multi-level, multi-lingual, multi-cultural Speaker’s Bureau to
implement community breast cancer education and screening activities.

(BR-1.2.5) Distribute promotional incentives to encourage women to undergo mammography
and become educated about breast cancer by offering free or discounted items from local
retailers.

(BR-1.2.6) Establish and publicize a central toll-free telephone number in the New Jersey
Department of Health and Senior Services that will act as a clearinghouse for all New Jersey
cancer information (e.g., programs, services, support groups, etc.). Breast cancer screening
services, especially sites with free and reduced-charge screening for low-income and
uninsured women, will be emphasized.

Objective BR-1.3:

To develop and disseminate breast cancer educational materials and resources to increase
knowledge, improve public understanding of the value of screening and early detection, and
promote high-quality breast health, paying specia attention to vulnerable, high-risk populations.

Strategies:

(BR-1.3.1) Identify existing, and develop as needed, breast cancer educational materials to
use in reaching all women, especialy those at highest risk. Disseminate materias

appropriately.

(BR-1.3.2) Identify existing, and develop as needed, educational programs and projects to
promote breast cancer early detection and assist all women, especially those at highest risk.

(BR-1.3.3) Identify existing, and develop as needed, breast cancer educational materials that
are trandated into multiple languages as appropriate, including Spanish, Arabic, Polish,
Russian, Chinese, and other Asian languages.

(BR-1.3.4) Provide comprehensive breast cancer educational materials to appropriate local
and statewide community organizations for distribution to their constituencies.

(BR-1.3.5) Recommend that organizations seek out professionals from various ethnic
communities to provide breast cancer education and outreach in order that individuals can
relate to their trainers.

(BR-1.3.6) Disseminate breast cancer educational materials to high-risk groups through
appropriate community members who care for them (e.g., hedthcare providers, laypersons,
and survivors).
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(BR-1.3.7) Distribute information about NJCEED sites to provide greater access to quality,
no-cost breast cancer diagnostic and treatment services for uninsured women in the
community.

(BR-1.3.8) Expand culturally sensitive education and outreach programs for low-income,
underserved communities who do not meet the NJCEED criteria.

(BR-1.3.9) Provide cultural competency training to the individuals interfacing with the
community (especially minority communities) for breast cancer awareness and education.

(BR-1.3.10) Provide “faith-based” breast health and breast cancer education through a train-
the-trainer program for church leaders in the black and Latino communities to provide
ongoing breast health and breast cancer education, screening, and support resources for al
women in their community, especially high-risk women.

Objective BR-1.4:

To increase education of high school students on breast cancer prevention and early detection by
developing a curriculum on the life-saving value of good breast health habits.

Strategies:

(BR-1.4.1) Develop aformal breast health high school curriculum in New Jersey in response
to New Jersey state promotion of teaching BSE (breast self-examination).

(BR-1.4.2) Work with the New Jersey Department of Education and advocate for full
implementation of this breast health curriculum in all New Jersey high schools.

(BR-1.4.3) Develop thoughtful, age-appropriate educational materials for teen-age students
to teach breast hedth at an early age, including multi-media presentations, supporting
posters, and brochures.

(BR-1.4.4) Widely distribute high school focused breast educational materials for either
assembly or classroom venues.

(BR-1.4.5) Identify a method(s) to track the impact of teaching young women about breast
health and breast cancer on later adherence to screening recommendations.
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GOAL BR-2:

To improve patient/client awareness and education about the importance of breast cancer
rescreening and follow-up visits to maximize optimal outcomes.

Objective BR-2.1.

To educate women who come in for breast cancer screening about early detection and the need to
return for appropriate rescreening or diagnostic testing.

Strategies:

(BR-2.1.1) Identify existing, and develop as needed, culturally appropriate materias that
describe the importance of rescreening and follow-up visits, where necessary, and
highlighting the importance of using a mammography facility that is FDA accredited.
Didtribute this information widely.

(BR-2.1.2) ldentify existing, and develop as needed, information for dissemination to
community groups and advocacy groups about nationally recognized screening guidelines,
where to go for screening, and the availability of programs for clients without health
insurance, and to dispel fears and myths that exist around breast cancer.

Objective BR-2.2:

To increase appropriate treatment and follow-up for women who receive abnormal
mammaograms and/or abnormal clinical breast exams.

Strategies:

(BR-2.2.1) Identify existing, and develop as needed, culturaly appropriate materias to
educate clients who receive abnormal screening results about the importance of appropriate
and timely follow-up, treatment options available if they have been diagnosed with breast
cancer, especiadly clinical trials.

(BR-2.2.2) ldentify existing, and develop as needed, culturally appropriate education
materials for those clients who have completed breast cancer treatment about the importance
of follow-up care, especially about the risk of lymphedema and the importance of early
lymphedema management. Distribute information widely.

Breast Cancer - 97



New Jersey Comprehensive Cancer Control Plan

(BR-2.2.3) Improve existing, and develop as needed, resource guides for breast cancer
including treatment centers that participate in clinical research, available support groups, and
where financia assistance can be obtained. Make the resource guide readily available by
using websites, a central hotline, and wide distribution to healthcare professionals, public
libraries, and grassroots and community agencies that have contact with women.

GOAL BR-3:

To improve the knowledge of healthcare practitioners about the importance of having an
active provider role, assessing patients risks of developing breast cancer, formulating a
prevention plan based on that risk and encouraging more referrals.

Objective BR-3.1:

To increase professional education on symptoms, risk factors, screening, risk reduction, and
follow-up care for breast cancer.

Strategies:

(BR-3.1.1) Create a curriculum with continuing education credits to provide information to
healthcare practitioners on the following: (1) screening guidelines, (2) risk reduction, (3)
symptoms of breast cancer and follow-up care, (4) genetic risk factor assessment, and (5)
cultural competency. This curriculum should be interactive and developed in different
formats and media, e.g., internet, audiotape, CDs, etc. by partnering with professional
organizations.

(BR-3.1.2) Widely distribute and promote this breast cancer curriculum through the Medical

Society of New Jersey, the Academy of Medicine, and other professional and specialty
groups.

Objective BR-3.2:

To measure and then increase the number of primary care providers who recommend
mammography to appropriate patients.
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Strategies:

(BR-3.2.1) Educate primary care providers regarding which patients are appropriate for
mammograms, focusing on those serving ethnically diverse and minority communities.

(BR-3.2.2) Provide primary care providers with a current list of mammogram providers.

(BR-3.2.3) Encourage primary care providers to increase referrals and improve patient
awareness about breast cancer early detection and screening measures.

RESEARCH AND SURVEILLANCE FOR
BREAST CANCER

arlier in this chapter the risk factors for

breast cancer and disparities surrounding
breast cancer care were identified. While the
overall picture of breast cancer among
New Jersey women is encouraging, there is
need for improvement among specific
subgroups of women. Statistics from the New
Jersey State Cancer Registry demonstrate that
between 1986 and 1995 the percentage of
breast cancer cases diagnosed in the early
stages (in situ and localized) varied by county
of residence (4). Additionally, age-adjusted
mortality rates for the years 1986-1995 varied
among the 21 counties in New Jersey (4).
The disparities in mortality rates by state
likely depend on stage of disease at diagnosis,
socioeconomic status, access to care, and
adequacy of medical care (51). Although this
information is well documented in the
literature, New Jersey lacks a compre-hensive
needs and capacity assessment for breast
cancer to identify populations in greatest need
and their hedlthcare barriers.

It is a well-recognized fact that the incidence
of breast cancer is generaly higher for white
than black women, with population-based
data showing an approximately 20% higher
rate for white women (52). However, there is
a reverse trend among women less than 40
yearsold (52). Among older women (40 to

54 years), most of the difference between
whites and blacks can be attributed to varying
prevalences and effects of well-recognized
reproductive and menstrual factors. However,
among younger women (20 to 39 years), the
ethnic differences are less well understood
(52).

In 1999, the Susan G. Komen Breast Cancer
Foundation, North Jersey Affiliate, completed an
updated community needs assessment (53) for
the nine northern counties in New Jersey. The
Breast Cancer Resource Center/Princeton
YWCA completed a community needs
assessment in Central New Jasey  (54).
Population maps, breast cancer incidence and
mortality graphs, and provider inventory
maps were created to identify unmet needs in
the areas of prevention, early detection, and
treatment for breast cancer. A study of this
nature must be kept current for all of the
counties in New Jersey to effectively identify
the unmet needs for breast cancer.

The Cancer  Epidemiology  Services,
New Jersey Department of Health and Senior
Services, used their geographic information
system (GIS), spatia statistical software, and
cases of women diagnosed 1995-1997 with
breast cancer (n=20,703) to identify
geographic areas in New Jersey with high
proportions of distant-stage breast cancer
(55). Two areas in northeastern New Jersey
were identified, with reatively high
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proportions of black or Hispanic women and
of linguistically isolated households in the
population.  Virtually al the women with
breast cancer in these two areas were within
two miles of a mammography facility.
Similar analyses conducted on a periodic
basis are needed to continue to identify areas
in need of breast cancer education and
screening services and to evaluate the effect
of provison of these services, including
income level and insurance status.

Although some data have been compiled
sratifying for each type of cancer the
incidence, prevalence, treatment access,
mortality, etc. by age, race, gender, and
geographic location, these data are largely
incomplete (55). Existing data do not permit
all factors to be smultaneously assessed, and
summary measures frequently hide vast

GOAL BR-4:

disparities within subgroups, which may be
amenable to intervention and improvement.
Needed are studies to develop a more
comprehensive database, as well as analytic
work targeting those subgroups offering the
greatest chances for improvements. Such
efforts will help guide the cogt-effective
deployment of targeted resources toward
those areas in need. Also needed are studies
that help define innovative ways to overcome
current barriers.  Statistics reported on health
indicators should be stratified by a variety of
factors. Among women, for example, all age
groups do not benefit equaly from mam-
mography screening. Furthermore, population
access apparently differs dramaticaly in
different parts of the state. Detailed data are
required to identify those in greatest need of
services. Resources are necessary to then
provide those services.

To adequately identify and address areas and populations at higher than expected risk of
breast cancer incidence and mortality in New Jersey in order to learn where education and

awar eness efforts are most needed.

Objective BR-4.1:

To identify areas in New Jersey where breast cancer mortality risk is greatest.

Strategies:

(BR-4.1.1) Update existing maps and develop new maps, tables, etc. that identify and
describe geographic areas and population groups at high risk of breast cancer mortality, using
demographic, service utilization, and epidemiologic data.
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(BR-4.1.2) Assess consumer-related barriers to breast cancer screening (cultura barriers,
help-seeking behaviors, socioeconomic factors, transportation, etc.), provider-related barriers
(accessibility, waiting time, capacity, communication, etc.), institution-related barriers, and
system-level barriers (analysis of payer data, clams data, policies and regulations, and
standards of care).

Objective BR-4.2:

To monitor and evaluate new and existing strategies that are developed and implemented for
breast cancer early detection and treatment in high-risk populations with regard to the barriers

identified in BR-4.1.2.

Strategies:

(BR-4.2.1) Conduct a cost analysis to determine the cost-effectiveness of educational
programs and interventions to increase breast cancer screening in higher risk populations in
New Jersey.

(BR-4.2.2) After implementation of a strategy to promote breast cancer screening in a higher
risk group, evaluate the success of the strategy.

(BR-4.2.3) Partner with groups developing breast cancer education and awareness programs
in order to build in continuous quality improvement mechanisms during the planning stages

of educational programs and interventions, especially evaluation plans.

TREATMENT FOR BREAST CANCER

any treatment options are available for

women diagnosed with breast cancer.
However, many women find it difficult to
make decisions about treatment. Clinica trials
ae the mgor avenue for discovering,
developing, and evaluating new therapies.
However, only about 3% of al adult cancer
patients participate in clinica trias. It is
important to increase physician and patient
awareness of, and participation in, clinical
trids if we are to test new treatments more
rapidly, find more effective treatments, and
broaden the options available to patients (3).

Severad New Jersey organizations provide
current information about breast cancer
treatment. Currently, the Commission on
Cancer Research produces a publication that
describes cancer resources available in
New Jersey. Websites, such as emerging-
med.com, provide resources to match
individuals to clinical trials worldwide. State
programs, such as NJCEED, provide
treatment for digible women who are
diagnosed through the NJCEED program
(Appendix E). However, al of these
resources are not coordinated to provide
comprehensive information about breast
cancer resources available in New Jersey.
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A new NCI initiative, the Cancer Care
Outcomes Research and  Surveillance
Consortium, will provide more detailed
information on how to link measures of
quality care to outcomes important to patients
as we develop systems for evaluating quality
of care. Similar studies are being supported
by maor professional organizations as well as
by NCI (3). A report from the Institute of
Medicine suggests that future research is
needed to eliminate breast cancer mortality, as
screening mammography does not detect all
cancers (56).

The Breast Cancer Workgroup realizes that
much additional work can be done to improve
treatment techniques for breast cancer in New
Jersey. However, the group determined that
the first priority is to increase awareness and
access to dtate-of-the-art treatment.  As

GOAL BR-5:

research and develop-ment progresses at a
rapid pace, so must a parallel system to assure
that individuals are aware of the treatment
options that exist and can access state-of-the-
art treatment readily.  After all, without
awareness and access, even the most
beneficial interventions will not be effective.

The Breast Cancer Workgroup recommends
that improving breast cancer treatment should
begin by increasing awareness of state-of-the-
art treatment. Continuing medical education
should be offered to physicians, and a
centralized clearinghouse of breast cancer
information should be available for the public.
Additionally, the Breast Cancer Workgroup
recognizes the importance of clinica tria
enrollment for state-of-the-art breast cancer
treatment.

To ensure that all New Jersey residents diagnosed with breast cancer receive date-of-the-
art cancer treatment and services, taking into consideration all variables (including age,
stage of tumor, residence, and socioeconomic status), including clinical trials that comply

with nationally recognized guidelines

Objective BR-5.1:

To enroll al interested and eligible patients in evidence-based, currently approved clinical
research trials for breast cancer and provide similar treatment options for those not interested or

eigible.

Strategies:

(BR-5.1.1) Provide healthcare professionals with information about how to screen all patients
diagnosed with breast cancer in New Jersey for their eligibility for currently approved

clinical research trials.
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(BR-5.1.2) Educate healthcare professionals about the need to use evidence-based, currently
recognized community standards of care for those breast cancer patients not eligible for
clinical research trials, or those patients not choosing to be a part of a clinical research trial,
or those patients who do not have clinical research tria availability. This can be done
through continuing medical education programs partnering with professional organizations.

Principal Change Agents. The following organizations will contribute to the
implementation of strategies shown. Thislist is not mutually exclusive.

American Cancer Society

Breast Cancer Resource Center / YWCA Princeton: BR-1.1.3, BR-1.2.2, BR-1.2.3,
BR-1.2.4, BR-1.2.5, BR-1.2.6, BR-1.3.2, BR-1.3.4, BR-1.3.6, BR-1.3.7, BR-1.4.4,
BR-2.1.1, BR-2.1.2, BR-2.2.1, BR-2.2.2, BR-3.2.3

New Jersey Department of Health and Senior Services: BR-1.2.2; BR-1.2.3; BR-
1.2.6; BR-2.1.9; R-2.1.10; BR-3.1.1; BR-3.2.2; BR-4.1.1; BR-4.2.1; BR-4.2.1;
BR-4.2.2; BR-4.2.3

New Jersey Department of Health and Senior Services, New Jersey Cancer
Education and Early Detection (NJCEED): BR-1.1.1; BR-1.1.2; BR-1.1.3; BR-
1.1.4; BR-1.2.1; BR-1.2.2; BR-1.2.6; BR-1.3.1; BR-1.3.2; BR-1.3.3; BR-1.3.4;
BR-1.3.5; BR-1.3.6; BR-1.3.7; BR-1.3.9; BR-1.3.10; BR-2.1.1; BR-2.1.2; BR-
3.1.1; BR-3.1.2; BR-3.2.1; BR-3.2.2; BR-3.2.3; BR-4.1.2; BR-4.2.1; BR-4.2.2,
BR-4.2.3

New Jersey Hospital Association: BR-1.3.7; BR-2.2.3; BR-3.2.2; BR-3.2.3
Komen NJ Race for the Cure: BR-1.2.3, BR-1.2.4, BR-1.2.5, BR-1.3.1, BR-1.3.3,
BR-1.34, BR-1.3.5, BR-1.3.6, BR-1.3.8, BR-1.3.9, BR-1.3.10, BR-1.4.2, BR-
14.4,BR-2.1.1, BR-2.1.2, BR-2.2.1, BR-2.2.2, BR-2.2.3, BR-4.1.1, BR-4.1.2, BR-
4.2.3

Susan G. Komen Breast Cancer Foundation, North Jersey Affiliate: BR-1.1.1; BR-
1.1.2; BR-1.1.3; BR-1.1.4; BR-1.2.1; BR-1.2.2; BR-1.2.3; BR-1.2.4; BR-1.2.5;
BR-1.2.6; BR-1.3.1; BR-1.3.2; BR-1.3.3; BR-1.3.4; BR-1.3.5; BR-1.3.6; BR-1.3.7;
BR-1.3.8; BR-1.3.9; BR-1.3.10; BR-1.4.1; BR-1.4.2; BR-1.4.3; BR-1.4.4; BR-
1.45; BR-2.1.1; BR-2.1.2
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CERVICAL CANCER

IMPORTANCE OF CERVICAL CANCER
FOR CANCER PREVENTION AND
CONTROL

ervical cancer is a highly preventable and

curable disease. Most cervical cancers
develop over a relatively long period of time,
allowing for early detection and treatment
(1;2). The Papanicolaou smear, developed by
George Papanicolaou and implemented for
widespread screening in the 1940s (3), is the
most common test used to screen for cervica
cancer, and is widely available, and is covered
by most insurance plans and government
programs. Cervical cancer incidence and
mortality rates have declined considerably
(Figure 1), and screening rates have increased
in the United States over time. Despite the
tremendous progress made with cervical
cancer, it is estimated that 13,000 U.S.
women will be diagnosed with cervical cancer
and 4,100 will die from this disease in 2002 .

Deaths from cervical cancer began falling
dramatically, beginning in 1970 with the
development of screening programs utilizing
the Pap test to detect cervical cancer in its
early, most treatable stages (3). However,
due to lack of regular screening or inadequate
follow-up and treatment of precancerous
changes found during routine screening, not
al populations have experienced a reduction
in mortality (5). In the absence of screening,
a 20-year-old average-risk woman has
approximately a 250 in 10,000 chance of
developing invasive cervica cancer during
the rest of her life and approximately a 118 in
10,000 chance of dying from it (3). In
addition, rates for carcinoma in Situ peak
between the ages of 20 and 30 (6). The lead-
time from the development of precancerous
lesions to invasive cancer is estimated at 8 to
9 years (6). During this process, abnormal
tissue can easily be detected by a Pap smear
and then removed by aclinician (7). Most of

the cervical cancer deaths occur in women
who have never had a Pap test, and some
occur in women who recently received
negative test results (8). Nearly one-half of all
U.S. women with invasive cervical cancer are
diagnosed at a late stage (9). Case control
studies clearly demonstrate that women with
invasive cervical cancer were less likely to
have been screened compared to controls
(3;10), and decreased mortality and incidence
of invasive cervicad cancer have been
described in populations following implemen-
tation of Pap screening (6). Compared to
other cancers, cervical cancer is not a leading
cause of mortality; however, it remans a
priority and important issue because it is
nearly 100% preventable with early detection.

Women at risk for developing cervical cancer
are those who are or who ever have been
sexually active (6;10); are not being screened
on aroutine basis (6;11) had an early onset of
sexual intercourse (6;12) have a history of
multiple partners (6;12); have a history of
sexually transmitted disease (6), especially
HPV (2;13;14) and HIV (15); suffer from
obesity (16); and/or smoke (6;17;18).
Research has shown that women from
minority groups, especially populations of
color, are at particular risk for the disease, as
are women for whom access to routine
healthcare services is at best a challenge and
a worst non-existent (7). It is generaly
agreed that the most important risk factor for
cervica cancer is infection by Human
Papilloma Virus (HPV). In fact, HPV DNA
is present in 93% of cases involving cervical
cancer and its precursor lesions. Although
there is currently no cure for HPV infection,
providers can treat the warts and abnormal
cell growth caused by these viruses and
prevent them from developing into cancer.
However, given the availability of early
detection and treatment procedures for
cervical cancer, mgjor risk factors for death
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are lack of appropriate screening and lack of
prompt follow-up for abnormalities (19-21).

Screening with HPV plus Pap tests every two
years appears to save additional years of life
at reasonable costs compared with Pap testing
alone (incremental cost: $76,183 / Quality
Adjusted Life Year [QALY] (21). Anocther
study found that AutoPap, a new cervical
cancer screening technology, increased
survival a the lowest cost, estimating that
cost per year of life saved rose from $7,777
with quadrennial screening to $166,000 with
annual screening (22).

In October 2000, the federal government
passed the Breast and Cervical Cancer
Prevention and Treatment Act of 2000. It was
adopted in New Jersey as of July 1, 2001.
Under provisions of this Act, women who are
qualified and screened through the
New Jersey Department of Health and Senior
Services, New Jersey Cancer Education and
Early Detection Programs (NJCEED), with
federal or state funds, and who are diagnosed
with breast or cervical cancer, are eligible for
treatment under Medicaid. (See Appendix E
for further information on NJCEED.)

Although Pap smear screening remains the
best available method of reducing the
incidence and mortality of invasive cervical
cancer (2), screening programs have not yet
eradicated this cancer completely in any
population (5). Despite the recognized
benefits of Pap smear screening, substantial
subgroups of American women have not been
screened or are not screened at regular
intervals (2). Reasons offered for failure to
eradicate the disease have focused on either
lack of regular screening or inadequate
follow-up and treatment of precancerous
changes found during routine screening (1;7).
Clearly needed are a better understanding of
and increased attention to the reasons why

women are not utilizing this screening
procedure more effectively.

CERVICAL CANCER IN NEW JERSEY

Incidence. The American Cancer Society
estimates that, in 2002, there will be 400 new
cervica cancer cases in New Jersey (1).
Since 1979 incidence rates for invasive
cervical cancer have been decreasing in the
U.S. and New Jersey. While the cervica
cancer incidence rate (all races combined) in
New Jersey has declined from 144 per
100,000** women in 1979 to 10.0 per
100,000** women in 2000*, population
subgroups have experienced substantialy
different rates (23) (Figure 1). Despite the
decline in incidence rates, black women in
New Jersey still had approximately twice the
rate of white women (17.0 versus 8.9 per
100,000**) in 2000* (23) (Figure 1).

Of the 10.0 per 100,000** new cases of
invasive cervical cancer diagnosed in 2000%,
more than one-quarter (27.5%) were
diagnosed at the regional stage, a stage at
which these women dstatistically have only a
49% chance of surviving five years (19). In
addition, 7.1% of new cervica cancer
diagnoses are at the distant metastasis stage, a
stage at which women statistically have only a
9% chance of surviving for five years (19)
(Figure 2).

Trend data are not currently available for
Hispanic women. However, a recent report
from the New Jersey State Cancer Registry
found that for the period 1990-1996, Hispanic
women had a cervical cancer rate of 16.7 per
100,000 compared to 8.8 among white
women and 15.6 among black women. Data
from other states and the U.S. as a whole
show similar cervical cancer rates among
Hispanic and black women (24).

*|ncidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.
** Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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Figure 1: Cervical Cancer Incidencein theU.S. and
New Jersey by Race, 1979-2000*
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Source: New Jersey State Cancer Registry (NJSCR); Rates are per 100,000 and age-adjussted the the 2000 US standard.
*Incidence rates from the NJSCR for the year 2000 are preliminary.

Figure 2: Stage at which Invasive Cervical Cancer was
Diagnosed in New Jer sey, by Percentage, in the year 2000*
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Source: New Jersey State Cancer Registry (NJSCR); Age-adjusted for the 2000 U.S. standard population.
*Datafrom the NJSCR for the year 2000 are preliminary.
Note: Datafor cervical cancer in situ are not available.
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Mortality. Mortality rates from cervica
cancer in New Jersey and the U.S. generally
have declined since 1995. Despite the overall
decline in cervical cancer mortality in New
Jersey, rates among black women were more
than twice as high as the rates among white
women. In 1999, the New Jersey mortality
rates were 2.7 per 100,000** in white women
and 7.9 per 100,000** in black women
(Figure 3).

The New Jersey State Cancer Registry’s
report on cancer among Hispanics in

New Jersey included data on mortality. The
patterns vary from those reported on
incidence. The age-adjusted cervical cancer
mortality rate among Hispanics during 1990-
1996 was 4.1 per 100,000 Hispanic women,
compared to 2.3 among white and 6.3 among
black women. The cervical cancer mortality
rate among Hispanics is lower than among
blacks, while the reverse is true for cancer
incidence. This pattern is consistent with that
observed for the rest of the U.S.

Figure 3: Mortality Ratesfor Cervical Cancer in the U.S. and
New Jersey, by Gender, 1995-1999
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Screening. Although the screening rates for
women reported in various national studies
are generally high, they vary across
subgroups.  Women a highest risk for
cervical cancer are least likely to utilize
screening (25). Nationa data from the 2000
Behaviora Risk Factor Surveillance Survey
(BRFSS) indicate that 70.5% of all women
aged 18 years and over reported having had a

Pap test within the previous year, and 87.4%
reported having had one within the previous
three years. New Jersey reported rates for
having had a Pap test within the past three
years are lower for white women (88.1%)
than for black women (89.6%) or Hispanic
women (94.8%). The proportion of women
who report having had a Pap test within the
past three years begins to decline after age 50;

*|ncidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.
**Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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rates are 95% for women 18 to 49, but 89.2%
for women 50 to 59, 87.0% for women 60 to
64, and only 71.52% for women aged 65 or
older (26).

The high rates of screening in all populations
(Figures 4 and 5) are not adequate due to the
effectiveness of the Pap test in reducing
incidence and mortality from cervical cancer.
Although New Jersey black women report

receiving Pap tests at approximately the same
rate as white women, the incidence and
mortality rates of invasive cervical cancer are
much higher in black women. Equal targets
have been set by Hedthy New Jersey 2010
for all tracked populations to decrease the
disparity in the incidence rate of cervica
cancer discovered at the more serious late

stage.

Figure 4. Percent New Jersey Women,
with uterine cervix, 18 & older, Pap
Smear within 3 years
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Figure 5: Percent of women with uterine
cervix, 18 and older, who had a Pap smear in
the last 3 years, New Jersey and U.S.
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WHAT CAN BEDONE ABOUT CERVICAL
CANCER IN NEW JERSEY

To lower cervical cancer incidence and
mortality rates, it will be necessary to address
barriers to screening and follow-up care to
better understand who is contracting cervical
cancer in New Jersey and why.

To these ends, the Cervica Cancer
Workgroup of the Task Force on Cancer
Prevention, Early Detection and Treatment in
New Jersey has devised dtrategies that
includes numerous opportunities for those
from high-risk populations to work side by

side with representatives of medical
specialties, nursing, allied health professional
groups, Vvoluntary health organizations,
healthcare systems, public health entities, and
other interested parties to address screening
barriers.

The Cervical Cancer Workgroup believes that
the accomplishment of the goals, objectives,
and strategies outlined in this chapter will
have a pogtive and lasting impact on the
health of the affected populations and,
ultimately, will lower the social, personal, and
economic toll cervical cancer exacts from the
citizens of New Jersey.
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Below are the Healthy New Jersey 2010 goals relating to cervical cancer.

Healthy New Jersey Goal 1: I ncreasethe per centage of women aged 18 and over with intact
cervix uteri who had a Pap test within the past two yearsto 75.0% for females 65+, and

85.0% for all other groups, by 2010.

Tablel. Baselinedata and projected target ratesto increase the percentage

of women who had a Pap test in the past two years.

Preferred
1997-1999 Per cent 2010 Per cent
Populations Baseline Data Tar get Change Endpoint Change
Total 78.6 85.0 +8.1 90.0 +14.5
White non-Hispanic 79.9 85.0 +6.4 90.0 +12.6
Black non-Hispanic 80.3" 85.0 +5.9 90.0 +12.1
Asan/Pecific Islander # # # # #
Hispanic 74.0n 85.0 +14.9 90.0 +21.6
Females 65+ 62.7" 75.0 +19.6 85.0 +35.6

Source: Healthy New Jersey 2010
Estimate has a relatively large standard error of more than two percent
"Data are statistically unreliable

Healthy New Jersey Goal 2: Reduce the age-adjusted incidence rate of invasive cervical

cancer in femalesper 100,000 standard population to 5.4, by 2010.

Table2. Baselinedata and projected target ratesto reducethe age-adjusted

incidencerateof invasivecervical cancer.

Preferred
1998 Per cent 2010 Per cent

Populations Baseline Data Tar get Change Endpoint Change
Total age-adjusted 8.6 54 -37.2 2.0 -76.7
White age-adjusted 8.0 54 -32.5 2.0 -75.0
Black age-adjusted 13.9 54 -61.2 2.0 -85.6
Asian/Pecific Idander # # # # #
Age-adjusted
Hispanic age-adjusted # # # # #

Source: Healthy New Jersey 2010
"Data are statistically unreliable
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Healthy New Jersey Goal 3. Reduce the age-adjusted death rate from cervical cancer per
100,000 standard population to 1.0 for all females (age-adjusted), 1.0 for white females
(age-adjusted), 2.9 for black females (age-adjusted), and 5.0 for females age 65+, by 2010.

Table 3. Baselinedata and projected target ratesto reducethe age-adjusted
death ratefrom cervical cancer.

Preferred
1998 Per cent 2010 Per cent

Populations Baseline Data Tar get Change Endpoint Change
Total age-adjusted 2.0 1.0 -50.0 0.5 -75.0
White age-adjusted 18 1.0 -44.4 0.5 -72.2
Black age-adjusted 3.7 2.9 -21.6 0.5 -86.5
Asian/Pacific Idander # # # # #
Age-adjusted
Hispanic age-adjusted # # # # #
Women 65+ 7.8 5.0 -35.9 0.5 -93.6

Source: Healthy New Jersey 2010

*Data are statistically unreliable

In support of the Healthy New Jersey 2010 goals for cervical cancer, the recommendations of the

Cervical Cancer Workgroup are summarized below for the following five topic areas in priority
order:

Accessto Care

Public Awareness and Education
Patient Awareness and Education
Professional Awareness and Education
Research
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GOALS, OBJECTIVESAND STRATEGIES

ACCESSTO CARE

ervica cancer incidence and mortality

can be reduced effectively through early
detection using the Pap test. The decline in
death rates from cervical cancer in the United
States has been widely attributed to the use of
Pap smears for early detection (27). The Pap
test is routinely performed (28) by a wide
range of health professionals, obstetrician/
gynecologists, family physicians, internists,
nurse practitioners, physicians assistants,
certified nurse midwives, and nurses working
in hospitals, clinics, offices, and industria
Settings in private and public sectors (28).

New Jersey Public Law, Chapter 415, Laws
of 1995 requires health service, hospital
service, and medical service corporation
contracts, as well as group hedth insurance
policies (providing hospital or medical
expense benefits for groups with greater than
49 persons), to provide coverage for Pap tests
(29;30). This law aso applies to hedlth
maintenance organizations in the state.

Additionally, NJCEED sdites provide free
cervical cancer screening to those who qualify
(Appendix E). However, as discussed above,
many New Jersey women are not being
screened consistently (Figure 3).

A recent study conducted in New Jersey
identified reasons women were not being
screened for cervical cancer. Barriers include
lack of awareness of risk factors, cost, and
feelings of embarrassment and discomfort
related to the Pap test. Many women failed to
recognize age as a risk factor and aso
reported that women in the higher age groups
think they are too old to contract cervica
cancer (31). This revelation is reflected in the
decrease in screening rates after age 50. In a

report published by the New Jersey Hospital
Association, hasses with the hedthcare
system, prevention not being a priority,
inconvenience of professional  services,
language, transportation, childcare, and
cultural sengitivity were identified as barriers
for New Jersey women (32). (Chapter 4.1
Access and Resources offers additional detail
about access issues in New Jersey.) Similar
barriers were also identified in nationwide
studies and varied across subpopulations —
lack of knowledge about cervical cancer and
the need for regular screening, fear of finding
cancer, and embarrassment about screening
are negatively associated with screening
(27;33). Another study concludes that access
to care is a confounding variable when
analyzing the impact of race on disease (34).

In addition to identifying access barriers to
cervica care, we need to better understand
who and where populations are that are not
receiving adequate care. Although some data
have been compiled stratifying for each type
of cancer the incidence, prevalence, treatment
access, mortality, etc. by age, race, gender,
and geographic location, these data are largely
incomplete (35). Existing data do not permit
all factors to be ssimultaneously assessed, and
summary measures frequently hide vast
disparities within subgroups, which may be
amenable to intervention and improvement.
Population access dramatically differs within
New Jersey and linking data sources into a
comprehensive database, as well as analytic
work targeting those subgroups, will provide
detailed data to target those most in need of
services. The Cervical Cancer Workgroup
proposes that populations at highest risk in
New Jersey be identified and investigated to
determine why they are not being screened for
cervical cancer (2;36).

Cervical Cancer - 120



New Jersey Comprehensive Cancer Control Plan

Once the high-risk populations for
New Jersey have been identified, specific
programs for screening, education, and
treatment must be identified or developed.
Specific populations without direct access to
cervical cancer screening can be identified
and solutions developed. Recognizing that

GOAL CE-1:

this plan is merely a beginning to reduce
cervical cancer incidence and mortality by
increasing screening rates, the Cervical
Cancer Workgroup proposes the following
goal, objectives, and strategies to improve
access.

Toimproveaccessto cervical cancer screeningin New Jer sey.

ObjectiveCE-1.1:

To locate populations not being screened for cervical cancer in New Jersey.

Strategies:

(CE-1.1.1) Use Geographic Information Systems (GIS) technology and other appropriate
data to locate population subgroups with a high risk for developing cervical cancer.

(CE-1.1.2) Identify barriers to cervical cancer screening in New Jersey by reviewing the
literature for barriers that have been identified in the state and developing and implementing
pilot studies (where needed) to investigate additional barriers that exist, especialy for the
populations at increased risk identified in Strategy CE-1.1.1.

ObjectiveCE-1.2:

To increase access to cervica cancer screening and treatment for New Jersey populations

identified as high risk.

Strategies:

(CE-1.2.1) Develop and evauate the effectiveness of specific solutions to help individuals
overcome the cervical cancer screening and treatment barriers identified above.

(CE-1.2.2) Identify and refer New Jersey populations to existing programs for screening,

education, and treatment for cervical cancer.
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(CE-1.2.3) Develop solutions for those not qualified for existing New Jersey programs, so
they can obtain Pap smears/pelvic exams and/or treatment by seeking additional funding,
finding sources of care, and finding sources of insurance.

PuBLIC AWARENESS AND EDUCATION

wareness of risk factors was identified

earlier as a barrier to cervical cancer
screening in New Jersey women. In the
previousy mentioned New Jersey study,
women failed to recognize age as a risk factor
and reported that many women in higher age
groups think they are too old to contract
cervical cancer. Almost all study participants
reported that some older women believe a
woman is not at risk for cervical cancer and
does not need to have a Pap test if she has
gone through menopause. Although partici-
pants correctly linked cervical cancer with
sexually transmitted disease, some mistakenly
believed that personal hygiene was a factor in
cervical cancer causation. Additiondly, they
noted that women might also think Pap tests
are necessary only if they are having sexual
relations (31). Although the study may not be
representative of al New Jersey women
because many were qualified for NJCEED,
the study results provide a good example of
misconceptions and barriers to screening
among New Jersey women.

A national study asking questions about
cancer to measure knowledge revealed that
only 86% of the public had “heard of”
cervical cancer, compared to 96% who had
heard of skin cancer and 97% who had heard
of lung cancer (37). Data from BRFSS
indicate that nearly 18.1% of New Jersey
females (over 18 with an intact cervix) have
not had a Pap test in the past three years.
Additionally, the screening rate has remained
the same over the past severa years (Figures
6,7). Clearly, the effectiveness of the Pap test
in reducing cervical cancer incidence and

mortality is not evident from the surveyed
populations.

To combat the lack of education and
awareness in New Jersey, NJCEED is one of
severa programs that provide education about
cervical cancer screening and treatment. In
2001, funding emphasis was on education for
risk factors, screening/early  detection
practices, and treatment regimens in order to
provide New Jerseyans with sufficient
information to make informed choices about
cancer screening and treatment  (38).
Additional research has shown that the rate of
cervical cancer screening can be increased
through worksite education programs and
peer interventions (39).

Although educational resources exist, services
are provided only to specific populations.
There is no comprehensive, consistent
message for cervical cancer screening and
treatment. One example is a New Jersey
study which revealed that many women do
not obtain Pap tests because inconsistency in
the guidelines caused confusion (31).

To address these issues, the Cervical Cancer
Workgroup proposes that a public education
program be developed and disseminated to al
New Jersey women. In conjunction with the
National Institutes of Health, it is recom-
mended that community-based approaches be
used to reach diverse populations and that
these approaches include reliance upon
community leaders and community members
to assess attitudes and concerns prior to
ingtituting education programs. Culturaly
sensitive  and  linguistically  compatible
staffing for outreach and education programs
is akey component (2).
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In addition to educational programs, the
Workgroup ~ proposes that  insurance
companies educate their clients about
screening, which will ultimately reduce health
care costs by preventing invasive cervica
cancer or diagnosing cervical cancer at earlier
stages. The Workgroup aso proposes that
patient compliance with screening guidelines,
a behavior-driven issue, can be ingrained at
an earlier age by educating school-aged

GOAL CE-2:

young women using progressive and
appropriate materials.

Most importantly, the Cervical Cancer
Workgroup notes that these steps represent
only a beginning in a comprehensive
approach to cancer prevention and control in
New Jersey and that through evaluation of
programs, and continuous quality improve-
ment methods will help the public education
component of this plan evolve.

To increase public awareness and education about cervical cancer among all women,

especially increased risk populations.

Objective CE-2.1:

To educate the public about cervical cancer by using appropriate educational materials and
programs to reach all women, especially those at increased risk (identified in the Access section

above).

Strategies:

(CE-2.1.1) Identify and develop (where needed) educational materials and programs that are
effective for populations with an increased risk of cervica cancer, including media
campaigns, key spokespeople, and enhancing events during Cervical Cancer Awareness
Month (currently in January).

(CE-2.1.2) Outreach to increased-risk populations with cervical cancer educational materials
and programs by partnering with key people, other social/intervention/entitlement programs,

federal and state agencies, local organizations and businesses that work within the areas and
populations identified.

(CE-2.1.3) Design a progressive, age-appropriate cancer prevention core curriculum in
schools, including the importance of cervical cancer screening and early detection, especialy
targeting populations at increased risk as identified above.

(CE-2.1.4) Encourage insurance companies to educate their clients, especialy high-risk
individuals, about cervical cancer screening and early detection through the use of reminder
systems and distribution of educational materials.
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PATIENT AWARENESSAND
EDUCATION

hile public education is important to
increase awareness of cervical cancer
and the need for screening, patient education
is equally important to increase awareness of
rescreening, follow-up, and treatment options.

Receiving notification of abnormal test results
often has negative psychologica conse-
guences on the patient and, unless addressed,
may result in failure to comply with both
treatment and future screening tests. Special
intervention procedures that make use of
telephone calls or in-person visits to find and
remind women to return for follow-up have
obtained compliance rates of 33% to 95%
(40). Barriers, such as cost of follow-up
trestment, beliefs about cancer, lack of trust in
the medical system, lack of access to
transportation, and staff attitudes at healthcare
facilities, all contribute to patients’ reactions
to abnormal test results and may influence
whether  follow-up recommendations are
followed (41;42).

Educationa resources specifically addressing
the importance of rescreening, timely follow-
up, and treatment options must consider the
patient as the receiver of the communications.
Consideration should be given to developing
and using strategies to communicate with
patients  with  varying demographic
characteristics, such as years of education and
literacy. The communication provided could
greatly affect the psychosocial impact on the
woman of hearing the results and her
willingness to seek additional care (7). The
Cervical Cancer Workgroup proposes that
different modes of education be utilized to
address al populations, including media,
computer, and paper-based materials.

There is strong evidence that women
experience significant anxiety and stress when
informed of abnormal results (25). The
method and manner of notification can often
mediate these reactions. Upon receipt of
laboratory results, the provider has the
responsibility of informing the patient. The
usual methods of notification are in writing,
over the telephone, or in person. Written
forms, usually letters or post cards, may not be
understandable to the patient because of the
reading level of the message or because of
terminology that is foreign or not clearly
defined (40). Telephone counsdling is more
costly, but could be used in explaining serious
cases and might reduce the chance of severe
psychological reactions to test results. Method
of communication should be carefully
considered and measured for effectiveness
when reaching out to women about follow-up
care.

Another method to improve rescreening and
follow-up is to increase the effectiveness of
follow-up after abnormal Pap tests. Research
has shown that cognitive interventions
utilizing interactive counseling improve
compliance by 24% to 31%. Behaviorad
interventions, such as patient reminders,
increase follow-up by 18% (43).

To begin to increase patient awareness about
the importance of cervical cancer rescreening,
follow-up care, and treatment options, the
Cervica Cancer Workgroup proposes that
patients be educated using multimedia
interventions that are updated continuously.
Additionally, the Workgroup proposes that
current systems for Pap test result notification
and patient reminder systems be evaluated
and the best systems shared with healthcare
professionals in New Jersey. To accomplish
these goals, the Cervical Cancer Workgroup
recommends the following goal, objective,
and strategies as important next steps.
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GOAL CE-3:

To improve patient education about cervical cancer, screening, follow-up care, and

treatment options, including clinical trials.

Objective CE-3.1:

To educate patients about cervical cancer, screening guidelines, follow-up care, and treatment
options at all medical facilities where they may seek medical attention, including but not limited
to, healthcare providers, hospitals, clinics, and health departments.

Strategies:

PROFESSIONAL AWARENESSAND
EDUCATION

the education
identified were the importance of physician
referrals and the high error rate of Pap tests.

(CE-3.1.1) Make educationa brochures and posters on guidelines, risk factors, and
symptoms for cervical cancer available to appropriate healthcare professionals for display at
medical facilities. Provide contact information for reordering.

(CE-3.1.2) Review cervical cancer educational brochures and posters annually in order to

continuoudly update materials developed in Strategy CE-3.1.1 with new information as
needed.

(CE-3.1.3) Develop and distribute a resource listing of cervical cancer information sources
(including clinical trial information) to al medical facilities on an annual basis.

(CE-3.1.4) Review the methods that different medical facilities and laboratories use to notify
patients of their Pap smear results. Determine the method easiest for patients to understand,
and share the study results with all medical facilities and laboratories for possible
implementation.

(CE-3.1.5) Survey appropriate medical facilities for the use of an electronic follow-

up/diagnostic Pap test reminder. Based on survey findings, identify and encourage the
appropriate medical facilities to use an electronic Pap smear reminder system.

To improve cervica cancer incidence and
mortality in New Jersey, the Cervical Cancer
Workgroup proposes solutions to each of

he Cervical Cancer Workgroup identified these issues.

Professional Education as the third arm of

recommendations. |ssues It has been estimated that 40% or more of

women with abnormal Pap smears fail to
comply with follow-up recommendations
(40). Appropriate follow-up and treatment
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may not occur because of issues of patient
education and understanding, provider
promotion, access, or cost (7).

A physician recommendation is a very strong
motivator for obtaining a Pap test (44;45). A
recent study of national trends in the use of
preventive hedthcare showed that most
women who did not receive a Pap test did
have recent contact with a physician (46).
These findings suggest that, although women
are vigiting physicians and are open to
recelving medical advice, recommendations
are not provided consistently. A literature
review identified reasons why primary care
providers do not adhere to cervical cancer
screening  guidelines. Reasons include
provider characteristics, such as knowledge
of the guidelines, specialty, gender, time
constraints, forgetfulness, and inconvenience;
patient characteristics, such as age and
perceived refusal; and provider constraints
such as lack of supplies and the cost of the
test (46). For these reasons the Cervica
Cancer Workgroup proposes that
professionals be given additional education
and materials to increase their awareness of
cervical cancer.

Furthermore, it appears there are important
differences in screening rates among provider
specidties (47). Women receiving care from
nurses or from obstetricians/gynecologists are
most likely to report having had a recent Pap
test. Those receiving care from an internist
are least likely to report being screened. If a
woman is being seen regularly for more acute,
life-threatening care such as blood pressure or
diabetes, her provider may also be less likely
to recommend a Pap test because of the added
inconvenience to the patient and lack of time
during the clinic visit to do a Pap test (28).

Many interventions have been found to be
successful in increasing screening rates
among women receiving medical care. These
include opportunistic screening  (recom-

mending Pap test screening when a woman is
in an emergency room, provider's office, or
hospital) or prompts, such as stickers on
patient charts (48). Studies have been done of
invitation and recall systems and identified
specific factors that appear to increase rates of
utilization.  These include, for example,
clearly explaining the benefits of screening
and using personal contact with healthcare
staff to allay anxiety (7;25). The Cervical
Cancer Workgroup recommends that a
comprehensive cancer assessment be a
standard component of the patient chart to
assure that patients are receiving cancer
education and screenings as appropriate.

Any screening program that focuses solely on
“percent population reached” is concentrating
efforts on only half of the problem. The other
arm of that program must emphasize accuracy
in diagnosis. A single Pap test has a false-
negative rate estimated to be between 15%
and 30% (2;49). Onehaf of the false
negatives are due to inadequate specimen
sampling, and the other half are attributed to a
failure to identify the abnorma cells or to
interpret them correctly (2;36;50). At least
one-half to two-thirds of false negatives are
the result of patient conditions present at the
time of sample collection and submission and
the skill and knowledge of the individual who
obtains the sample (51). Examples include
incomplete sampling of the transformation
zone, a poorly prepared dide with drying
artifact or clumping of cells, and failure of the
cytotechnologist to detect the presence of
abnorma cells on the dlide. Thus,
encouraging improvements in  sampling
technique and laboratory accuracy represent
an opportunity to reduce incidence and
mortality from cervical cancer.

Attention has been focused on quality control
in cytopathology laboratories in an attempt to
reduce the problem of false negative Pap
smear tests (50). There must be an accurate
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and timely reading of the smear, including a
clear report of results to the provider. After
collection, the Pap test sample is sent with a
clinical requisition form to the laboratory for
interpretation. The quality of the reading of
the smear is primarily dependent upon the
level of expertise of those interpreting the
dide. Cytotechnologists are in high demand
and short supply and, because of saary
competition, the workforce is quite mobile.
Any shortages are likely to impact negatively
on the turn-around time for receiving Pap test
results and can possibly overburden existing
saff  (7;50). The Clinica Laboratory
Improvement Amendments of 1988 applied
workload limits to slides screened per hour in
any given 24-hour period. Cytotechnologists
may examine up to 100 dlides per 24 hours
(average 12.5 dlides/hour) and in not less than
eight hours (51). In accordance with
recommendations by the Agency for
Healthcare Research and Quality, the Cervical
Cancer Workgroup proposes that screening
rates be monitored to ensure compliance with
the workload limits established for each
individual (50).

One critical aspect of quality assurance in
cervica cytology is communication of
cytopathologic findings to the referring
physician in unambiguous diagnostic terms
that have clinica relevance. Terminology
currently used is varied, resulting in confusion
about the clinical implications of the report.
The Bethesda System for reporting the results
of cervical cytopathology was developed as a
uniform system of terminology that would
provide clear guidance for clinicd

GOAL CE-4:

management (52;53). More than 90% of U.S.
laboratories use some form of the 1991
Bethesda System in reporting cervica
cytology (54). In 2001, the Bethesda System
was updated to reflect increased utilization of
new technologies and findings from research
(55). In accordance with the Nationa
Institutes of Health, the Cervical Cancer
Workgroup encourages the use of the
Bethesda System 2001 as a method to
increase uniformity of Pap smear reporting
and decrease error (2).

Clinical Laboratory Improvement Amend-
ments of 1988 regulations specify that at least
10% of samples interpreted as negative by
each cytotechnologist be rescreened by a
pathologist or a qualified supervisory
cytotechnologist prior to reporting. Speci-
mens from women considered to be at
increased risk for cervica cancer must be
included in the review process (51). Recent
developments (56) in specimen processing
and interpretation may substantially improve
the Pap smear as a diagnostic test for cervical
cancer and cancer precursors.  Thin-layer
cytology aims primarily to fix sampling error,
whereas computerized rescreening targets
detection error (50). Thus, the Cervica
Cancer Workgroup  recommends  that
continuous quality improvement methods be
increased to further decrease error rates.

By using the following goal, objectives, and
strategies to educate providers and decrease
error rates, the Cervical Cancer Workgroup
hopes to decrease incidence and mortality
from Cervical Cancer in New Jersey.

To increase the awareness of healthcare professionals concerning cervical cancer, risk
factors, screening guidelines, follow-up, and treatment options.
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Objective CE-4.1.

To educate healthcare professionals about the importance of cervical cancer, screening, risk
factors, follow-up, treatment options, and cultural sensitivity.

Strategies:

(CE-4.1.1) Develop and disseminate cervical cancer educational brochures appropriate for
healthcare providers.

(CE-4.1.2) Partner with professiona organizations to offer incentives to hedthcare
professionals for completion of cervical cancer educational modules/in-services. This can be
in the form of CME credits and/or recognition.

(CE-4.1.3) Survey genera practitioners, obstetricians/gynecologists, family practice
physicians, internists, and advanced practice nurses to elicit the providers who administer a
“health assessment survey” to capture patient history of pap smears, as well as other cancer
screening and regular check-ups. Based on survey findings, develop and distribute a
standardized “health assessment survey” to al general practitioners obstetricians/
gynecologists, family practice physicians, internists, and advanced practice nurses for
possible adoption.

(CE-4.1.4) Disseminate clinical guidelines for cervical cancer screening and follow-up to
appropriate heathcare providers.

Objective CE-4.2:

To decrease the error rate of Pap smears.

Strategies:

(CE-4.2.1) Educate clinicians on optima conditions for obtaining a Pap smear and
appropriate methods for collecting and handling Pap smears.

(CE-4.2.2) Recommend legidation that the maximum number of dlides read by each
cytotechnologist be decreased from 100 slides per 24-hour period.

(CE-4.2.3) Identify areas where there is a lack of cytotechnologists and recommend training
and continuing education programs to the appropriate agencies.
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(CE-4.2.4) Recommend that laboratories standardize the system for reporting cervical

cytopathology results using Bethesda 2001.

(CE-4.2.5) Support continuous quality improvement methods to reduce the Pap smear error
rate, including methods such as computerized rescreening.

RESEARCH

ervical cancer literature has noted that

research is warranted in many areas,
including the areas of behavior change,
improving accuracy and interpretation of
cytologic sampling techniques, and screening
methods (2). At the research forefront of
prevention and treatment of cervical cancer is
the development and testing of prophylactic
and therapeutic vaccines against HPV (2).

Clinical trials are the maor avenue for
discovering, developing, and evaluating new
therapies. However, only about 3% of al

GOAL CE-5:

adult cancer patients participate in clinical
trials. It is important to increase physician
and patient awareness of, and participation in,
clinical trials if we are to test new treatments
more rapidly, find more effective treatments,
and broaden the options available to patients
(57).

Research must be conducted to learn why
New Jersey women do not participate in
clinical trials. Then, solutions to the barriers
must be addressed. The Cervical Cancer
Workgroup suggests the following godl,
objectives, and strategies as next steps.

To foster the development of and to improve awareness of clinical research for cervical
cancer and increase participation in clinical research available in New Jersey and/or

availableto New Jer sey residents.

Objective CE-5.1:

To identify existing research being done for cervical cancer available in New Jersey and/or

available to New Jersey residents.

Strategies:

(CE-5.1.1) Contact pharmaceutical companies and medical organizations to identify current
clinical trials for cervical cancer in New Jersey.

(CE-5.1.2) Identify a department within the state that practitioners can use as a resource for
identifying cervical cancer clinical trialsin New Jersey for which their patients are eligible.
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Objective CE-5.2:

To attract and encourage participation in new and existing clinical research in New Jersey and/or
available to New Jersey residents, especially in preventive and treatment measures in cervical
cancer.

Strategies:

(CE-5.2.1) Link the state website to agencies such as emergingmed.com to make cervical
cancer clinical trials more accessible to New Jersey residents.

(CE-5.2.2) Determine reasons for lack of participation in cervical cancer clinical trials.

(CE-5.2.3) Collaborate with key associations/organizations to publicize cervical cancer
clinica triadsin New Jersey.

(CE-5.2.4) Outreach to healthcare providers and community leaders to improve client
participation in cervical cancer clinical trials.

(CE-5.2.5) Callaborate with the New Jersey Commission on Cancer Research and others to
support cervical cancer clinical trialsin New Jersey.

Principal Change Agents. The following organizations will contribute to the
implementation of strategies shown. Thislist is not mutually exclusive.

American Cancer Society

New Jersey Department of Health and Senior Services. CE-1.1.1; CE-1.1.2; CE-
1.2.1; CE-1.2.2; CE-1.2.3; CE-2.1.1; CE-2.1.2; CE-2.1.3; CE-2.1.4; CE-3.1.1;
CE-3.1.2; CE-4.1.4; CE-5.1.1; CE-5.1.2; CE-5.2.1; CE-5.2.2; CE-5.2.3; CE-5.2.4;
CE-5.25

New Jersey Department of Health and Senior Services, New Jersey Cancer
Education and Early Detection (NJCEED): CE-1.1.1; CE-1.1.2; CE-1.2.1; CE-
1.2.2; CE-1.2.3; CE-2.1.1; CE-2.1.2; CE-3.1.1; CE-3.1.2; CE-4.1.1; CE-4.1.2;
CE-4.1.3; CE-4.1.4; CE-4.2.1; CE-4.2.4
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COLORECTAL CANCER

IMPORTANCE OF COLORECTAL
CANCER FOR CANCER PREVENTION
AND CONTROL

Colorectal cancer is the third most
common cancer among both men and
women in the United States. The American
Cancer Society estimates that in 2002 in the
United States there will be 148,300 new cases
of colorecta cancer diagnosed and 56,600
deaths, accounting for almost 11% of all
cancers among men and 12% among women.
Colorectal cancers account for an amost
equal proportion of cancer deaths (10%
among men and 11% among women).
Nationwide, the lifetime risk for developing
colorectal cancer is approximately 1 in 18
persons. Between 1985 and 1997 colorecta
cancer incidence rates declined 1.6% per year.
Mortality rates from colorectal cancer have
also declined, at about 1.8% per year, as a
result of decreasing incidence and improve-
ments in survival rates (1)(2;3).

COLORECTAL CANCER IN NEW JERSEY

Incidence. Consistent with US colorectal
cancer incidence rates, rates in New Jersey
have declined since 1979 among white males,
white females, and black females but has
increased among black maes (Figure 1).
Although the number of colorectal cancer
cases is approximately equal for men and
women (principaly because women live
longer than men) (1), men have consistently
had higher incidence rates than women,

regardless of race. According to preliminary
2000* data from the New Jersey State Cancer
Registry, the incidence rate of colorecta
cancer among New Jersey men (all races
combined) was 76.0 per 100,000**; the
incidence rate for white maes was 76.0
compared to 80.3 per 100,000 for black
males. Incidence rates among New Jersey
females (all races combined) was 53.6 per
100,000**; the incidence rate for white
females was 52.6 compared to 56.4 per
100,000** for black females in 2000* (4).
The American Cancer Society estimates that,
in 2002, 4,900 new colorectal cancer cases
will be diagnosed in New Jersey (1).

Mortality. Mortality from colorectal cancer
comprises approximately 12% of all cancer
deaths in New Jersey (5). According to the
colorectal cancer mortality rates from the
National Center for Health Statistics, rates for
New Jersey maes (al races combined)
decreased from 33.2 per 100,000** in 1995 to
28.4 per 100,000** in 1999 (Figure 2). This
decrease was evident in mortdity rates for
both white males and black males. Similarly,
mortality rates for New Jersey females (dl
races combined) decreased from 22.2 per
100,000** in 1995 to 20.1 per 100,000** in
1999 (Figure 2). This decrease was evident in
both white females and black females in
New Jersey. The American Cancer Society
estimates that, in 2002, there will be 1,900
deaths in New Jersey due to colorecta
cancer (1).

*Incidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.
** Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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Figure 1: New Jersey Incidence Rates for Colorectal Cancer
*
by Race and Gender, 1979-2000
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Source: New Jersey State Cancer Registry (NJSCR) ; Rates are per 100,000 and age-adjusted to the 2000 U.S. (5-year groups) standard; * Incidence rates for the year 2000 data from the NJSCR are
preliminary.

Figure 2: New Jersey Colorectal Cancer Mortality Rates by Race and
Gender, 1995-1999
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Source: National Center for Health Statistics; Rates are per 100,000 and age-adjusted to the U.S. 2000 standard population.
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Screening. While the incidence of colorectal
cancer overal is decreasing in New Jersey,
cancers of the proximal colon (including the
cecum, ascending colon, hepatic flexure,
transverse colon, and splenic flexure) are on
the rise. Only about 30% of these cases are
diagnosed in the early stages when treatment
is most effective (6). For this reason,
screening and early detection are important
factors in decreasing incidence and mortality
from colorectal cancer.

Severa methods are currently in use to screen
for colorectal cancer: digital rectal exam
(DRE), fecal occult blood test (FOBT),
flexible sigmoidoscopy (flex sig) or
sigmoidoscopy, double contrast barium
enema (DCBE), and colonoscopy. The DRE
examines only a limited portion of the rectum
and is not recommended as a screening
method when used aone. The FOBT is not

specific to colorectal cancer or polyps, but
may be used to determine whether a more
specific test is needed. A sigmoidoscopy
provides a view of the rectum and part of the
distal colon and has been shown to reduce
colorectal cancers of that site by up to
59% (6). Only the colonoscopy and double
contrast barium enema can provide a view of
the entire colon and rectum, and these are
therefore the only screening tests able to
detect cancers of the proximal colon (7;8).
The colonoscopy, however, has higher
sengitivity than the DCBE; it has been shown
to detect new cancers by up to 66% (9). New
screening tests on the horizon include virtual
colonoscopy, immunochemical testing, and
genetic-based fecal screening (1). See table
below for a summary of current colorectal
cancer screening options.
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Centersfor Disease Control and Prevention
Current Colorectal Cancer Screening Guidelines
For AverageRisk Individuals Over Age 50* (1;7;9)

General
Test Type Frequency** Benefits Limitations***
Fecal Occult Every Year 33% mortality reduction Performed at home and subject
Blood Test Low cost to patient error
No bowel preparation Not specific for colorectal
cancers
Pre-test dietary restrictions
Will miss some polyps
Additional procedures needed
if positive
Flexible Syears 60% mortality reduction from No reduction in deaths from
Sigmoidoscopy distal colon/rectal cancers proximal colon cancers
Minimal preparation/ Views approx. 1/3 of colon
discomfort Small risk of infection or bowel
tear
Additional procedures needed
if positive
Colonoscopy 10 years Provides view of entire colon Can miss small polpys
66% reduction of new cancers. Sedation needed
Most accurate test for Not recommended for patients
detecting polyps with advanced age
Can biopsy and remove polyps Subject to provider capability
Can diagnose other disease Potential risk of infection or
bowel tears
Double Contrast | 5-10 years Providesview of the entire Can miss small polyps
Barium Enema colon L ower sensitivity to detecting
Few complications polyps than colonoscopy
No sedation needed Full bowel preparation needed
Additional procedures needed
if positive

*For averagerisk individuals. Individualswith increased or high risk should begin screening before age

50. Seethe Appendix F for more information.

** Suggested frequencies vary and may change as new information becomes available. Seethe

Appendix F for alist of screening guideline resources. Patients should consult a physician to determine

the best screening program to meet their needs.

***| nformation on the limitations of screening tests are from both the Centers for Disease Control and Prevention
(9) and the American Cancer Society (1).
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Although screening and early detection are important in the successful prevention and treatment
of colorectal cancer, colorectal cancer screening is less widely used than screening for other
cancers. (See table below for the percent of New Jersey residents who have had an FOBT, a
sigmoidoscopy, or a colonoscopy.) These numbers reflect the need for efforts to increase
education and awareness of colorectal cancer screening and prevention (7).

Per cent of New Jer sey Residents Age 50 and Over
Who have had Colorectal Cancer Screening
New Jersey versus U.S. by Gender, 1997 and 1999*

PERCENT OF MALES PERCENT OF FEMALES
TYPE OF 1997 1999 1997 1999
SCREENING N.J. u.s. N.J. u.s. N.J. u.s. N.J. u.s.

Ever had ablood stool test
from a home kit?
Had ablood stool test
from a home kit in the 65.3 47.3 60.5 474 56.1 45.9 57.0 47.0
past year?
Ever had a sigmoidoscopy/
colonoscopy?
Had sigmoidoscopy/
colonoscopy in the 39.3 35.1 21.8 - 270 26.8 229 -
past 5 years?
*Data are from a sample of people surveyed through the Behavioral Risk Factor Surveillance System, Centers for
Disease Control and Prevention, U.S. Department of Health and Human Services. U.S. sigmoidoscopy/colonoscopy
screening data are not available for 1999.

24.8 271 293 26.6 321 34.1 37.3 35.2

34.7 34.6 37.2 = 288 304 320 =
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Below is the Healthy New Jersey 2010 goal relating to colorectal cancer.

New Jersey Comprehensive Cancer Control Plan

Healthy New Jersey Goal: Reduce the age-adjusted death rate from colorectal cancer per
100, 000 standard population* to: 10.0 for the total population (age-adjusted), 10.0 for
whites (age-adjusted), 14.0 for blacks (age-adjusted) and 122.7 for per sons 65+, by 2010.

Table3. Baselinedata and projected target rates
toreducethedeath ratefrom colorectal cancer

Preferred
1998 Per cent 2010 Per cent

Populations Baseline Data Tar get Change Endpoint Change
Total age-adjusted 124 10.0 -19.4 7.0 -43.5
White age-adjusted 12.2 10.0 -18.0 7.0 -42.6
Black age-adjusted 16.3 14.0 -14.1 7.0 -57.1
Asian/Pacific Idander # # # # #
age-adjusted
Hispanic age-adjusted # # # # #
Persons 65+ 143 122.7 -14.2 80.0 -44.1

"Data are statistically unreliable.
Source: Healthy New Jersey 2010

In support of the Healthy New Jersey 2010 goal for colorectal cancer, the recommendations of

the Colorectal Cancer Workgroup are summarized below for the following topic areas in priority

order:

Awareness and Education

Treatment
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GOALS, OBJECTIVESAND STRATEGIES

AWARENESS AND EDUCATION

he impact of colorectal cancer on the

morbidity and mortality of American
citizens, in general, and on New Jersey
resdents, in particular, is aarming.
New Jersey has the highest incidence rate of
colorecta cancer in the country for males and
the second highest rate for females. The
mortality rates show a similar trend (1). Yet
despite these statistics, colorectal cancer has
not received the attention breast and prostate
cancers have.

Colorectal cancers account for approximately
11% of all cancer deaths resulting in 785,000
person years of life lost and costing $6 billion
annually in treatment (10). Without
preventive intervention, about 5% to 6% of
the population (or 1 in 17 persons) will
develop colorectal cancer at some point
during their lives (10). The vast magjority of
colorectal cancers are diagnosed in those over
age 50, and men and women are equally
affected. Blacks are more likely than other
racial and ethnic groups to contract colorecta
cancer. While some groups are at increased
risk for the disease (such as those with
inflammatory bowel disease or certain
familial syndromes), most cases develop in
individuals with no predisposing risk factors.

It is well established that early detection of
cancer through screening tests offers
significantly improved chances for survival.
Yet despite established screening and
treatment guidelines, widespread availability
of testing, and widespread agreement among
professional societies and the scientific
community that screening can prevent
colorectal cancer and reduce mortality,
screening rates remain relatively low for the
population as a whole. The concentration of

particularly low screening rates in certain
subgroups (e.g., minorities, the uninsured, and
the medicaly underserved) contributes to
higher colorectal cancer mortality in these
populations (10-12).

Strong evidence indicates that screening is an
effective tool in reducing the incidence and
mortality rates of colorectal cancers. In fact,
incidence and mortality rates declined 1.6%
and 1.8%, respectively, between the years
1985 and 1997 (2). Research suggests that
the decline may be due to increased screening
and polyp removal preventing progression of
polyps to invasve cancers (2;10;12).
However, while colorectal cancer screening
increased over the past decade, it still lags
behind the use of mammography and Pap
Smear as screening tools (3;11). In the
Centers for Disease Control and Prevention’s
1999 Behavioral Risk Factor Surveillance
System (BRFSS) survey, only 26.1% of
New Jersey respondents reported having had
a recent FOBT (within the last year) and
35.3% reported having had a recent
sigmoidoscopy or colonoscopy (within the
preceding five years). These percentages are
in stark contrast to the 66.8% of women who
reported a mammogram in the last year.

Colorecta cancer has received relatively little
publicity, even though it has a well-defined,
identifiable, and treatable precursor lesion
(13). Cancer screening rates continue to be
low among minorities and among groups that
lack hedlth insurance or a usua source of
care, and large disparities in cancer incidence
and mortality across racial and ethnic groups
persist (2;3;10;12). Blacks and other minority
groups are more likely to be diagnosed with
more advanced colorectal cancer than their
white counterparts (12). Similarly, persons
with  limited education and lower
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socioeconomic status infrequently participate
in screening programs in general and have
very low rates of colorectal cancer screening
in particular (2;3;14). Colorectal screening
must become a focused health initiative, as is
already the case with breast and prostate
cancer screening. Only through recognition
of colorectal cancer as a mgjor health problem
will we be able to effectively influence
incidence and mortality rates.

To be effective, preventive initiatives
focusing on colorectal cancer must be
inclusive of the general population as well as
those a increased risk for developing
colorectal cancer and must include the
screening options currently available for the
detection of colorectal cancer.  Approxi-
mately 70% to 80% of all colorectal cancers
occur among people a “average risk”
(defined as anyone without an identifiable
risk factor), and 15% to 20% occur among
those with “increased risk” or “high risk”
(2;3;10). Ascost is often cited as a barrier to
screening, accurate and cost-efficient options
must be avalable to the hedthcare
practitioner as well as to the community.
Several screening options exist for cost
containment while maximizing the benefits of
screening (2). Insurance coverage for age-
and risk-appropriate screening must be
available in order to reduce the incidence of
colorectal cancer and increase the efficacy of
screening interventions by identifying early
disease for optima heath benefits.
Therefore, screening efforts combined with
broader educational initiatives must be part of
a complete and comprehensive prevention
program that integrates age-related screening
with the promotion of healthy lifestyles.

Colorectal cancer screening rates are low for a
number of reasons. Some reasons are
associated  with  the individua patient.
Colorectal cancer and colorectal cancer
screening tests are unpopular subjects. The

public views the tests as distasteful and as
likely to be painful. Most people know little
about the tests and are confused about what
test to have and when. Most also report that
their doctors do not tak to them about
colorectal cancer or their screening options.
Other reasons for low colorectal cancer
screening rates are associated with healthcare
providers. Providers cite a lack of training
and/or experience in testing, lack of time to
discuss the subject with their patients, a desire
to avoid inconveniencing their patients, and
concern that the tests are not effective.
Further reasons these tests are not performed
include inadequate reimbursement, high costs,
and limited access to centers or providers who
can perform the tests.

Evidence suggests that when a screening
recommendation comes directly from the
clinician, compliance with colorectal cancer
screening can be quite high (2;3;10;11;13).
As indicated earlier, colorectal cancer is a
highly curable disease when detected early.
When diagnosed at an early stage, the five-
year relative survival is 90%; yet only 37% of
incident cases are diagnosed while still
localized (2;13;14) and disparities among
racial and ethnic minorities continue to be of
concern. To aleviate this public health
burden, a commitment to preventive
screening among healthcare professionals is
necessary. Of primary importance is the fact
that clinicians recommend at least one of the
appropriate screening options for all eligible
patients; the role of the healthcare provider in
recommending and conducting preventive
screening is a strong predictor of preventive
service use (2;3;10-12). At this time,
economic and healthcare system disincentives
to screening are impinging on the choices
available to physicians and patients.
However, as familiarity and screening skills
grow in the broader medica community, and
as insurance and cost obstacles are removed, a
grester range of options will be made
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available (2). To achieve this requires
commitment and collaboration among
healthcare providers, insurance companies,
and regulatory agencies.

In addition, barriers to screening (e.g., lack of
knowledge or awareness, accessbhility,
language, and cultural sensitivity) need to be
addressed in order to make awareness of
colorectal cancer and screening opportunities
as common as awareness of mammography
for breast cancer and PSA for prostate cancer.
The most effective modalities appear to be
simple, straightforward patient education
materials that include brief, hopeful messages
about the purpose of screening and its benefits
(11;15).  Access to screening, clinician
recommendations, and education can be
effectively combined for favorable impact on
screening rates to reduce the debilitating
effects of colorecta cancer on our
communities.

Clearly, one of the most important priorities
for action is to improve public awareness
about colorectal cancer as a preventable and
curable cancer, about the benefits of
colorectal cancer screening, and about the
gpecifics of screening options.  Efforts must
focus on targeting and reaching multiple

GOAL CO-1:

audiences — including those at increased risk,
minorities, and other underserved audiences —
with messages that encourage specific
behavior change. Identifying these audiences
and designing effective messages will require
a strong research foundation. Collecting data
about the public's knowledge, attitudes, and
behaviors concerning colorectal cancer will
be critical for developing effective communi-
cations with the public in general as well as
with specific target audiences. In addition to
proactive public awareness efforts, profes-
sional awareness strategies will be critical in
encouraging providers to discuss colorectal
cancer and the benefits of screening with their
patients, as well as increasing the number of
providers who are themselves screened.

Education and awareness for the public, for
the payers, as wel as for hedthcare
professionals, must be employed to open and
facilitate dialogue between patients and their
hedlthcare providers in order to increase the
usage of colorectal cancer screening tests and
to reduce the burden of disease among
New Jersey residents.  Outreach programs
must be developed to eliminate the personal,
social, and economic barriers to colorectal
cancer screening.

To raise awareness about colorectal cancer for all residents of New Jersey of at least high
school age by 2006, with regard to effective measures available for prevention, detection,
and treatment to improvethequality of lifeand survival ratesfor those diagnosed.

Objective CO-1.1:

To target specific educational efforts for subpopulations, including but not limited to, lower
socioeconomic status (SES) and high-risk groups, in order to increase awareness of colorectal

cancer.
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Strategies:

(CO-1.1.1) Review the content of the curriculum the New Jersey Department of Education is
developing as supported by Title 18A:40-32, Cancer Awareness Week and Title 18A:40-33,
Cancer Awareness Program for School-aged Children, as it relates to colorectal cancer.

(CO-1.1.2) Provide recommendations to the Department of Education for curriculum
development for high school age students, specific to colorectal cancer, which would be
included with the general cancer education program.

ObjectiveCO-1.2:

To increase the knowledge and change the behaviors of women and men with regard to the
importance of colorectal cancer screening and the need to request it.

Strategies:

(CO-1.2.1) Assess knowledge of colorectal cancer among target populations by conducting
gualitative research of New Jersey residents.

(CO-1.2.2) Identify targeted educationa interventions to reduce gaps in awareness and
behaviors around colorectal cancer screening among men and women 50 years of age and
older residing in New Jersey.

(CO-1.2.3) Develop educationa interventions for widespread dissemination of messages
about colorectal cancer through multi-faceted delivery mechanisms.

(CO-1.2.4) Partner with NJCEED to educate and change behaviors of target populations
regarding measures available for prevention, detection, and trestment of colorectal cancer.

Objective CO-1.3:

To increase the knowledge and change the behaviors of healthcare providers with regard to the
importance of colorectal cancer screening and the need for patient education.
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Strategies:

(CO-1.3.1) Assess the knowledge, attitudes, and practices of healthcare providers regarding
colorectal cancer screening through a statewide survey.

(CO-1.3.2) Recommend healthcare professional societies educate their members based on
identified gaps regarding screening for colorectal cancer.

(CO-1.3.3) Collaborate with insurers to provide appropriate patient educational materias

regarding colorectal cancer screening.

TREATMENT

ffective treatment for colorectal cancer at
y stage is available and leads to
improved survival and/or quality of life.
Disparities in treatment and their causes need
to be identified so remedies can be devised
(16). Outcomes of New Jersey residents with
colorectal cancer can be improved by
ensuring that high-quality care is available to
al New Jersey residents with colorectal
cancer. The Colorecta Cancer Workgroup
proposes that high-quality colorectal cancer
treatment in New Jersey be improved in two
ways. (1) by accrediting cancer programs
using the American College of Surgeons
(ACoS) Commission on Cancer guidelines
and (2) by increasing the number of patients
enrolled in clinical trias.

Meeting the ACoS Commission on Cancer
criteria for an approved cancer program will
allow centers to demonstrate their expertise in
treating colorecta cancer, help identify
disparities in trestment, and facilitate
improvement in the care of persons with
colorectal cancer. The ACoS Commission on
Cancer is dedicated to establishing standards
for cancer programs and evaluating and
accrediting programs according to those
standards. Each approved program provides
al patients with a full range of diagnostic,
treatment, and supportive services either on
dgte a the facility or by referral. Cancer

programs must improve the quality of patient
cae by implementing multidisciplinary
cancer programs that cover prevention, early
diagnosis, pretreatment evaluation, staging,
optimal treatment, rehabilitation, surveillance,
psychosocial support, and end-of-life care
(17). The ACoS collaborates with many
different organizations to assure that high-
quality prognostic standards are used for
cancer management (18).

No published studies have evauated the
effectiveness of ACoS “Approved Cancer
Programs’ as compared to programs in
hospitals whose cancer programs are not
approved. However, no other entity exists
that provides an extensive set of guidelines
against which centers of excellence can be
gauged. Nevertheless, 1,400 U.S. cancer
programs are accredited by ACoS, and nearly
82% of newly diagnosed patients with cancer
are treated in programs accredited by the
Commission on Cancer. According to the
American College of Surgeons, in 2002,
New Jersey has 53 ingtitutions aready
providing patients with ACoS-approved
programs.

One method employed by ACoS to improve
patient care is through maintaining the
National Cancer Data Base (NCDB), the
empirical data collection arm of the ACoS
Commission on Cancer supported by the
American Cancer Society. The NCDB
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collects information about cancer patients
through hospital-based cancer registries
throughout the U.S. Data are aggregated and
reported back to participating hospitals to
allow individua facilities to evaluate local
patient care practices and outcomes (19). The
NCDB has also promoted recognition of
important trends, such as the utility of
adjuvant therapy for Stage Il colon cancer
(20).

In addition to increasing the number of
ACoS-approved programs, high-quality treat-
ment for colorectal cancer in New Jersey can
be promoted through support of clinical trials.
Clinical trials are the maor avenue for
discovering, developing, and evaluating new
therapies. However, only about 3% of all
adult cancer patients participate in clinical
trials. It is important to increase physician
and patient awareness of, and participation in,
clinical trials if we are to test new treatments
more rapidly, find more effective treatments,
and broaden the options available to patients
(21). New Jersey residents with colorectal
cancer should have information about and
accessto clinical trials.

GOAL CO-2:

In 1999, members of the New Jersey
Association of Health Plans, which represents
the state’s nine largest hedlth insurers, agreed
to voluntarily cover the routine healthcare
costs of any of their members enrolled in a
Phase I, Il, and Il approved cancer clinical
trial. In addition, the year 2000 Medicaid
contract includes this service, and payment
has been authorized for routine costs of
clinical trials under Medicare. However, this
mandate is not carried over to al insurers,
although all companies offering coverage in
New Jersey have been invited to participate in
the agreement. Patients should contact their
insurer prior to entering a clinical trial to
obtain specific information about covered
benefits (22).

The Colorectal Cancer Workgroup proposes
that participation in clinical trials can be
increased in New Jersey if awareness is
heightened in the public and among profes-
sionals. Additionally, insurance coverage of
treatment through clinical trials could be
improved by increasing the number of
insurance companies offering to cover clinical
trial participation.

To ensurethat all those with colorectal cancer receive care from healthcare providers and
hospitalswith demonstrated proficiency in treatment of colorectal cancer.

ObjectiveCO-2.1:

To ensure that hospitals that treat cancer patients in New Jersey will have an American College

of Surgeons approved cancer program by 2005.
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Strategy:

(CO-2.1.1) Recommend that the New Jersey Department of Heath and Senior Services
develop licensing regulations that mandate American College of Surgeons Commission on
Cancer-approved cancer programsin al New Jersey acute care facilities.

GOAL CO-3:

Toincreasetheparticipation of per sonswith colorectal cancer in clinical trials.

ObjectiveCO-3.1:

To increase awareness of the availability and importance of clinical trials among New Jersey
residents with colorectal cancer and their healthcare providers.

Strategy:

(CO-3.1.1) Develop an educationa program to promote participation in and enhance public
visibility and understanding of important clinical trials for colorectal cancer.

Objective CO-3.2:

To ensure access to participation in clinical trials for residents with colorectal cancer.

Strategy:

(CO-3.2.1) Expand the number of insurers who offer clinical trial participation.
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Principal Change Agents. The following organizations will contribute to the
implementation of strategies shown. Thislist is not mutually exclusive.

American Cancer Society

New Jersey Department of Health and Senior Services: CO-1.2.4; CO-2.1.1
New Jersey Department of Health and Senior Services, New Jersey Cancer
Education and Early Detection (NJCEED): CO-1.1.1; CO-1.1.2; CO-1.2.2; CO-
1.2.3; CO-1.2.4, CO-1.3.2
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L UNG CANCER

IMPORTANCE OF LUNG CANCER FOR
CANCER PREVENTION AND CONTROL

ung cancer is the leading cause of cancer

death among U.S. men and has been the
leading cause of death among women since
1987, when it surpassed breast cancer (1;2).
Smoking is by far the leading risk factor for
lung cancer, and the most effective way to
reduce lung cancer morbidity and mortality is
to reduce tobacco use. Tobacco smoking is
responsible for 87% (almost 9 out of 10)
cases of lung cancer (1).

Smoking is the single most preventable cause
of death and disease. More Americans die
from smoking each year than from AIDS,
alcohol, other drugs, motor vehicle accidents,
homicide, and suicide combined. Smoking
will cost the nation $157 billion and 440,000
premature deaths each year (3). Entering
tobacco dependence treatment is among the
most cost-effective health measures second
only to immunization. Overal, smoking is
responsible for more than 13,000 deaths
annually in New Jersey aone. Annua
tobacco-rel ated hedlthcare  costs in
New Jersey are $2.6 billion (4).

Early detection is necessary if we are to
decrease mortaity from lung cancer.
Currently, however, there is no recommended
screening or early detection method for lung
cancer. New treatment approaches and early
treatment for lung cancer are needed to reduce
mortality, increase survival, and improve
quality of life. When appropriate, physicians
in New Jersey should promote participation in

clinical trials for their patients at high risk for
lung cancer and for those who have been
diagnosed with lung cancer.

Nationally, unexplained cancer-related health
disparities remain among  population
subgroups (e.g., blacks and individuals with
low socioeconomic status have the highest
overall rates for both incidence and mortality)
(5). New Jersey must also address existing
lung cancer morbidity and mortaity
disparities by race and gender, especially for
black men, through funded research.

L UNG CANCER IN NEW JERSEY

Incidence. Lung cancer is the second most
common cancer in the US and in
New Jersey, accounting for about 13% of all
cancer diagnoses. Reflecting the nationdl
trend of decreasing lung cancer incidence
among men, New Jeasey has seen a
decreasing trend in incidence since late 1980s.
Female lung cancer incidence rates have been
rising in New Jersey and the U.S. While lung
cancer incidence rates for white females in
New Jersey are dightly higher than those
among black females (55.7 versus 49.8 per
100,000** in 2000*), the incidence rates for
black males in New Jersey are substantially
higher than for white males (106.3 versus
85.3 per 100,000** in 2000°) (Figure 1). In
2002 the American Cancer Society estimates
that only 4,900 new lung cancer cases will be
diagnosed in New Jersey compared to about
6,200 diagnosed in New Jersey in 1998, again
reflecting the national trend in decreasing
lung cancer incidence (1).

*|ncidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.
** Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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Figure 1: Lung Cancer Incidence Ratesin New Jer sey
by Race and Gender, 2000*
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Source: NJ State Cancer Registry (NJSCR); Rates are per 100,000 and age-adjusted to the 2000 U.S. (5-year groups) standard.
[ Incidence rates for the year 2000 data from the NJSCR are preliminary.

White Black

Mortality. Lung cancer is the most common
cause of Lung cancer is the most common
cause of cancer death in the U.S. and in
New Jersey, accounting for about 28% of all
cancer deaths. U.S. mortdlity rates from the
National Center for Health Statistics revealed
that lung cancer among men (all races
combined) has decreased from 845 per
100,000** in 1995 to 77.2 per 100,000** in
1999. For New Jersey females, mortality
rates during the same time period remained

relatively stable. For the years 1995 through
1999, black males in New Jersey have the
highest mortality rate, followed by white
males. Both white and black females in
New Jersey during the same years were
similar (Figure 2). The American Cancer
Society estimates that, in 2002, 4,500 new
lung cancer deaths will occur in New Jersey
compared to about 4,800 deaths that occurred
in 1998, representing a very small change (1).

** Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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Figure 2: Lung Cancer Mortality in New Jersey
by Race and Gender, 1995-1999
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Source: National Center for Health Statistics; Rates are per 100,000 and age-adjusted to the 2000 U.S. Standard Population.

Below is the Healthy New Jersey 2010 goal relating to lung cancer.

Healthy New Jersey Goal: Reduce the age-adjusted death rate from lung cancer per
100,000 standar d population to tar get below, by 2010.

Preferred
1998 Per cent 2010 Per cent

Populations Baseline Data Tar get Change Endpoint Change
Total age-adjusted 35.2 285 -19.0 25.0 -29.0
White age-adjusted 35.0 28.5 -18.6 25.0 -28.6
Black age-adjusted 43.8 31.6 -27.9 25.0 -42.9
Asian/Pecific Idander # # # # #
age-adjusted
Hispanic age-adjusted # # # # #
Male age-adjusted 46.4 29.0 -375 25.0 -46.1
Female age-adjusted 26.6 255 -4.1 25.0 -6.0
Persons 65+ 322.1 296.9 -7.8 274.7 -14.7

“Data are statistically unreliable.
Source: Healthy New Jersey 2010
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In support of the Healthy New Jersey 2010 goa for lung cancer, the recommendations of the

Lung Cancer Workgroup are summarized below for the following four topic areas in priority
order:

Tobacco Control

Provider Education

Early Detection and Treatment
Research
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GOALS, OBJECTIVESAND STRATEGIES

ToBacco CONTROL

he major intervention in the prevention of

lung cancer is tobacco control. The most
effective approach is to enact public policies
that reduce tobacco use. Proven strategies
include increasing tobacco taxes, making
tobacco dependence resources available, and
restricting tobacco use in public places (6;7).
Tobacco control programs in New Jersey
should build on an existing activity, the New
Jarsey  Comprehensive Tobacco Control
Program (8-11).

Other issues surrounding Tobacco Control
include:

Targeting racia, gender, and cultura
disparities
Reducing exposure to Environmental
Tobacco Smoke (ETS)
Educating healthcare providers and
insurers

GOAL LU-1L:

Access to and funding for
cessation

Promoting public information/support
Active advocacy for smoke-free environ-
ments

Countermarketing to tobacco industry
marketing and promotional activities (8)

smoking

For each of these issues, the Comprehensive
Tobacco Control Program has identified
specific problems and specific strategies for
overcoming them. For example, relating to
provider education, the literature clearly
shows that, although we now have clear
guiddlines for the treatment of tobacco
dependence, the implementation and execution
of these by providers has been less than optimal.
The next sep is to look a implementation
barriers and facilitate provider actions to achieve
the desired practices.

To adopt the goals already formulated by the New Jer sey Compr ehensive Tobacco Control

Program, namely to:

Decr ease the acceptability of tobacco useamong all populations
Decrease the initiation of tobacco use by youth under 18 years of age and youth 18

to 24 yearsof age

I ncrease the number of youth and adult tobacco user swho initiate treatment
Decr ease exposur eto environmental tobacco smoke
Reduce disparitiesrelated to tobacco use and its effects among different population

groups(10)

ObjectiveLU-1.1:

To support the long-term goals of the New Jersey Comprehensive Tobacco Control Program and
its comprehensive components by increasing funding to the levels recommended by the Centers

for Disease Control and Prevention (CDC).
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Strategies:

(LU-1.1.1) Broaden the number and scope of advocates for tobacco control by identifying
new advocates and advocacy groups that will advocate for tobacco control.

(LU-1.1.2) Support an increase in the state tobacco excise tax.

(LU-1.1.3) Support giving local governments authority to regulate public smoking by
repealing existing state statutes that pre-empt such authority.

(LU-1.1.4) Increase the awareness of state-sponsored tobacco treatment resources in

communities.

PROVIDER EDUCATION

One of the most important advancements
in tobacco dependence treatment has
been the recent update of the Public Health
Service Guidelines for Treating Tobacco Use
and Dependence (henceforth referred to as the
PHS Guidelines) (12). Now that these
guidelines exist, the next challenge is to
persuade hedlthcare providers to implement
the recommendations in their respective
practices. The guidelines provide clinicians
with excellent strategies to help their patients
abstain  from  tobacco. However, the
guidelines are rendered useless if providers
are unaware of them and ae unable to
execute them effectively.

The importance of enlisting healthcare
providers in tobacco-related treatment has
been demonstrated in several ways. It is
reported that 70% of smokers visit a
healthcare provider each year (13), and
smokers visit their doctor on average six
times per year (14), thus alowing for
considerable patient/provider contact.
Despite the commonly accepted knowledge of
the adverse hedth effects of smoking, a
significant number of smokers are dtill
unclear of the dangers they are risking (15).
Patients view their healthcare provider as an

important and credible source of medical
information and, therefore, providers must be
up to date on tobacco-related issues. Patients
report that a strong quit message from a
provider is a very important motivating factor
in the quitting process (16). Reviews show
that clinician advice to quit alone can cause a
2.5% increase in cessation rates (17). Although
this percentage may seem smdl, it is far from
negligible when considered in light of the 1.2
million smokers in the sate. Moreover, Smple
advice to quit has a cumulative effect, and the
patient can interpret omitting the advice as a
rationdization that quitting is not as important as
some say it isand that the clinician does not care.
Providers also have the opportunity to intervene
in circumgtances beyond the direct patient’s
habit. This would include pediaricians
addressing environmenta tobacco smoke in the
household of smokers, and obgetricians
addressng smoking during pregnancy and the
fetal effects.

There is good evidence that healthcare providers
ae not fully aware of recommendations
published by experts in the tobacco arena. The
Nationd Cancer Inditute’'s “4 A’s Ask, Advise,
Asss, Arrange’ Strategy for  physcian
counsdling was published in 1994, and in 1996,
the Agency for Hedlth Care Policy and Research
(now the Agency for Healthcare Research and
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Quality) released evidence-based clinical
practice guidelines for physician practices.
Degspite these clear recommendations, studies
have shown that severa years later these basic
recommendations are not  universaly
executed. In one study examining patient
report, 51% of smokers were “asked” about
their smoking, 45% were “advised” to quit,
15% were offered help (“assisted”), and only
3% had follow-up “arranged” (18). In
another study looking at physician practices
in the 1990s, smoking status (ask) was
identified in 67% of visits, counseling of
smokers occurred in only 21% of visits, and
prescription of nicotine replacement therapy
occurred in only 1.3% of visits (19). In
New Jersey, two out of three adults and one-
half of youth reported being asked ther
smoking status by their clinician, and more
than one-half of adult smokers were advised
to quit (8. Nearly one-haf of current
smokers were not given specific advice to
stop. Providers ae not meeting the
recommended levels of tobacco treatment.
Now that we have another updated, evidence-
based guideline, we need to improve
providers utilization of the guidelines in
order to prevent lost opportunities.

The PHS Guiddlines adso make clear that
although brief interventions by clinicians can
have an impact, more intense interventions
have even greater effect. Interventions have
been shown to operate in a dose-response
fashion; the more intense the intervention and

GOAL LU-2:

the more resources utilized the higher the
rates of success (12). This effect applies to
any smoker willing to participate, not simply
those unable to achieve abstinence on their
own or with the help of their primary care
provider. Luckily, excellent resources exist in
New Jersey for specialized treatment. These
include the Quitline, Quitnet, and Quitcenter.
Unfortunately, these specialized resources
suffer the same drawbacks as the Guidelines,
if providers are unaware of them, they cannot
refer smokers to them. Therefore, for al of
the reasons outlined above, a concerted effort
must be made to inform providers of the
resources available for speciaty referra. We
must first establish how providers can best be
reached and informed, and then interventions
must be implemented to disseminate the
information. Only in this way can the state's
efforts at reducing tobacco use be fully
realized.

In terms of reducing barriers for tobacco
dependence treatment, Healthy People 2010
includes an objective to “increase insurance
coverage of evidence-based treatment for
nicotine dependency” (20). In order for this
objective to be met, a strong advocacy effort
must be undertaken to convince third-party
insurers that efforts to increase cessation are
cost effective in both the short and the long
term. If reimbursement is increased to the
Healthy People 2010 goals, a maor barrier to
tobacco dependence treatment as reported by
providers will be reduced.

To increase the proportion of providers in New Jersey who properly and effectively
implement the Public Health Service Guidelinesregar ding tobacco dependency treatment.
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ObjectiveLU-2.1:

To increase provider knowledge regarding standard of care for tobacco dependency treatment in
the State of New Jersey.

Strategies:

(LU-2.1.1) Support the assessment of providers current knowledge regarding Public Health
Service guidelines for tobacco dependency treatment via a provider survey.

(LU-2.1.2) Support the development and/or promotion of educational programs to increase

the awareness of Public Health Service guidelines for tobacco dependency treatment. These
interventions will target stakeholders of provider organizations.

ObjectiveLU-2.2:

To increase provider knowledge regarding available resources for tobacco dependency treatment
in New Jersey (Quitline, Quitnet, and Quitcenters).

Strategies:

(LU-2.2.1) Support the assessment of providers current awareness of New Jersey’s efforts
for tobacco control via a statewide providers' survey.

(LU-2.2.2) Support promotional programs to increase the awareness of tobacco dependency
treatment in New Jersey (Quitline, Quitnet, and Quitcenters).

ObjectiveLU-2.3:

To reduce the barriers for insurance providers in implementing the Public Health Service
guidelines for tobacco dependency treatment.

Strategy:

(LU-2.3.1) Advocate for third-party payer reimbursement of tobacco dependency treatment.
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EARLY DETECTION AND TREATMENT

Accordi ng to 2002 estimates, lung cancer
remains the number one cause of cancer-
related death in men and women in the nation.
The overal long-term (five-year) survival for
lung cancer only increased from 12% in 1974
to 15% in 1997 (21). Despite poor survival in
generad, five-year survival for resected Stage |
lung cancers can be as high as 40% to 70%,
although only 15% of lung cancers are
localized at the time of diagnosis. Advanced
lung cancer accounts for more cancer degths
in the U.S. than the combination of the next
three most common causes of cancer death:
colorectal, breast, and prostate cancers.
However, lung cancer is the only one of these
cancers for which there are no screening
recommendations (22).

The goa of a screening program is to detect
cancers at an early stage when they are small
and asymptomatic and when treatment leads
to a higher cure rate (23). Any significant
change in the stage distribution at
presentation offers the possbility of a
profound impact on cancer death rates, given
the prevaence of lung cancer. During the
1970s, the National Cancer Institute (NCI)
sponsored the Cooperative Early Lung Cancer
Detection program, and more recent 20-year
follow-up data from the Mayo Lung Project
confirmed that early detection of lung cancer
with chest x-ray at frequent intervals does not
decrease mortaity from lung cancer.
Although there was a greater surgica
resectability rate in the screened patients and
survival time was increased, there was no
effect on overall mortality rates. As a result
of these and similar trids, no national
recommendations for lung cancer screening
were made (24;25).

Recent technological advances and develop-
ment of new tools for screening have led to
renewed trials of methods for detection of
early stage lung cancers. The most promising
of these is the low radiation dose spird

computer topography (CT) scan (26). Low
dose CT requires less than 20 seconds of
scanning time, does not require intravenous
contrast, and is much less expensive than a
standard chest CT. The cost is only dightly
higher than the cost of a chest radiograph, and
the radiation exposure is about equal (27).

Recent trials in Japan and in the United
States, the Early Lung Cancer Action Project
(ELCAP), compared low dose spiral CT with
chest x-ray (CXR) and found that the CT was
able to detect early stage tumors six times
more often (27). These promising results
have become the basis for broader
randomized trials using low dose CT scanning
with lung cancer mortality as an end point.
Before spiral CT is accepted into medical
practice, it is critical to determine whether
this modality will reduce lung cancer
mortality. Toward this goal, the National
Cancer Indtitute is implementing the Lung
Screening Study (24).

The second issue identified by the Lung
Cancer Workgroup was detection and
treatment that would ensure adequate access
to state-of-the-art and investigational therapy
for al New Jerseyans. This issue also
included a compassionate outreach effort
through psychosocial support, education, and
other modalities to promote improved quality
of life for those diagnosed with lung cancer
and their caregivers. There is a dire need to
make a clinical impact on lung cancer through
new strategies for treatment of established
disease, earlier treatment intervention and
prevention, as well as to ensure that best
practices for the management of lung cancer
are adopted and appropriately applied across
the state. Because of the need to make
therapeutic progress against this disease, it is
important that models of care optimize the
delivery of best-known clinical practice. Itis
also important to determine the effects of
these models on the processes and outcomes
of care and on accrua of patients to clinical
trials (28).
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GOAL LU-3:

Toincreasethedetection of lung cancer at earlier stages.

ObjectiveLU-3.1:

To monitor low dose spiral CT as an effective screening method to decrease lung cancer
mortality.

Strategies:

(LU-3.1.1) Monitor and support the NCI’'s progress in defining the value of spiral CT and
other effective methods as a recommended screening method for lung cancer.

(LU-3.1.2) Educate New Jersey healthcare providers about state-of-the-art lung cancer
screening, especialy if a national lung cancer screening recommendation as defined by a
large controlled randomized study is issued.

(LU-3.1.3) Promote efforts to have the screening tests covered by health insurers and third-
party payers.

(LU-3.1.4) Promote the State of New Jersey’s participation in a national trial for determining
the effectiveness of spira CT.

GOAL LU-4:

To increase survival, decrease mortality, and improve quality of life through early
detection and treatment of lung cancer.

ObjectiveLU-4.1:

To develop Centers of Excellence throughout the state for early detection and treatment of lung
cancer.

Strategy:

(LU-4.1.1) Advocate for Centers of Excellence throughout the state for early detection and
treatment of lung cancer.
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RESEARCH

ung cancer is the leading cause of cancer

death in the United States. Its magor
cause is cigarette smoking. Lung cancer is
usually detected at the late stage, making
trestment more difficult. Therefore, tobacco
control and early detection are the two most
important strategies for the reduction of lung
cancer incidence and mortality. However,
further research is needed to develop more
effective measures for tobacco control and
early detection.

In 2000 the NCI estimates that it will spend
only $950 for research per lung cancer death
compared to $8,860 per breast cancer death,
$3,667 per prostate cancer death, and $3,192
per colon cancer death (29). The need for
increased funding for lung cancer research is
apparent.

As discussed previously, many early detection
methods are still in the research stage. We
should encourage New Jersey residents to
participate in early lung cancer detection
trials. Recent advances in cancer biology
suggest the potential for developing molecular
markers, such as P16 gene hypermethylation
and p53 gene mutation, for the detection of
early stages of lung cancer or even
precancerous lesions. Research in this area is
highly promising and should be encouraged in
New Jersey.

GOAL LU-5:

The percentage of adults and children with
cancer who participated in NCI Cooperative
Group trials from 1991-1994 was 2.5% (30).
A requirement for every American College of
Surgeons-certified oncology program is that
2% of the patient population be enrolled in
clinical trials (31). These numbers should be
increased, especialy concerning lung cancer
early detection trials.

Of those with lung cancer, a mgority is
diagnosed in late-stage disease. Currently,
the goal of standard therapy for Stage IV lung
cancer is paliation of symptoms and
prolongation of survival, not cure. Enrolling
patients in clinical protocols to triad new
treatments and investigational agents may
lead to improved outcomes and perhaps
decreased mortality.

Actions that should be taken in New Jersey
with regard to lung cancer research include:
- Lobby for increased funding for lung

cancer research
Promote research on effective means for
tobacco control
Promote research on effective means for
detecting lung cancer at early stages and
precancerous lesions
Promote research on the treatment of
lung cancers at early and later stages

To increase accrual and broaden access to lung cancer clinical early detection and
treatment trailsfor patientsand physiciansin New Jer sey.

ObjectiveLU-5.1:

To support the National Cancer Institute’s Clinical Tria Implementation Committee Goals for

Clinical Trials for lung cancer.
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Strategy:

(LU-5.1.1) Develop educational programs to promote participation and enhance public
visibility and understanding of important lung cancer clinical trias.

GOAL LU-6:

To increase resear ch activities for establishing reliable methods for the early detection of
lung cancer and precancerouslesions.

ObjectiveLU-6.1:

To promote research on early detection of lung cancer and precancerous lesions.

Strategies:

(LU-6.1.1) Assess the current numbers of studies and the total in the area of early detection
of lung cancer and precancerous lesions.

(LU-6.1.2) Support existing research projects and fund additional pilot projects for early
detection of lung cancer and precancerous lesions.

Principal Change Agents. The following organizations will contribute to the
implementation of strategies shown. Thislist is not mutually exclusive.

American Cancer Society

Cancer Ingtitute of New Jersey: LU-3.1.1; LU-3.1.4; LU-4.1.1; LU-5.1.1; LU-
6.1.1; LU-6.1.2

Communities Against Tobacco Coadlitions: LU-1.1.1; LU-1.1.3; LU-1.1.4
New Jersey Breathes Codlition: LU-1.1.1; LU-1.1.2; LU-1.1.4

New Jersey Department of Health and Senior Services, Division of Addiction
Services: LU-1.1.1; LU-1.1.4; LU-2.1.1; LU-2.2.1; LU-2.2.1; LU-2.2.2

New Jersey QuitCenters: LU-1.1.4

University of Medicine and Dentistry of New Jersey/School of Public Health,
Tobacco Dependence Treatment Program: LU-2.1.1; LU-2.1.1; LU-2.2.1; LU-
222;LU-312; LU-3.1.3
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MELANOMA

| MPORTANCE OF M ELANOMA FOR
CANCER PREVENTION AND CONTROL

in cancer is the most common cancer in

he United States, affecting some
1 million Americans every year. There are
three main types of skin cancer: basal cell, the
most prevalent; squamous cell; and malignant
melanoma. Basal and squamous cell cancers
have an excellent prognosis, but persons with
a nonmelanoma skin cancer are at higher risk
for developing additional skin cancers (1-3).
Melanoma of the skin® or cutaneous
malignant melanoma, the rarest but most
lethal form of skin cancer, is responsible for
about three-fourths of al deaths from skin
cancer and is, therefore, the focus of this
report (1;4). It should be noted that
nonmelanoma skin cancers are also important
and should not be neglected. Many of the
recommendations offered in this report will
apply to malignant melanoma of the skin, as
well as to nonmelanoma skin cancers and
other types of malignant melanoma (e.g.,
ocular).

Incidence of cutaneous maignant melanoma* is
increasing annualy (4) & a rapid pace. In the
United States done, the lifetime risk for
developing cutaneous meanoma is gpproxi-
mately 1 in 80 persons, an amost 200% increase
in incidence since 1930. Persons born prior to
1930 have experienced the sharpest increases
(®5). In the U.S, about onefourth of
melanoma patients are diagnosed before age
40 (6). Thus, the years of life lost from
cutaneous melanoma are higher than for most
other forms of cancer. In 2002, it is estimated
that 30,100 new cases of cutaneous malignant
melanoma will be diagnosed in males and

23,500 in females (7). Approximately 4,700
men and 2,700 women will die from
cutaneous melanoma in 2002 (7). In recent
years, melanoma is one of the cancer sites
showing the most marked increases nationally
(8). The American Cancer Society estimates
that, in 2002, melanoma of the skin will be
the fifth leading new cancer site in the U.S.
for men and the sixth leading new cancer site
in the U.S. for women, accounting for 5% and
4% of al cancers, respectively (7).

Exposure to solar ultraviolet radiation (UV
light) is well established as a mgjor risk factor
for melanoma (9-11). Other risk factors
include skin coloring (11;12), geographic
location (10;11), sunburn history (9;10;12),
and melonocytic nevi (10). Cutaneous
melanoma prevention begins with avoidance
of exposure to the sun, especialy during
midday. Those who cannot avoid the sun
should limit direct sun exposure using broad-
brimmed hats, long-seeved shirts, pants, sun-
resistant fabrics, or sunscreen.

M ELANOMA IN NEW JERSEY

Incidence. New Jersey cutaneous melanoma
incidence rates reflect the national trend of
increasing incidence (8). The stage at which
melanoma is being diagnosed in New Jersey
is improving. In 2000*, 88% of melanomas
were diagnosed in the early stages (in situ and
local) compared to 70% in 1995. Data from
the New Jersey State Cancer Registry* reveal
that the incidence rate of melanoma in New
Jersey men (all races combined) increased
consistently from 1979, peaking at 21.6 per
100,000** in 1997 and decreasing to 18.5 in

*|ncidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.

** Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.

§The New Jersey State Cancer Registry data reflect cutaneous malignant melanoma of the skin and do not include
basal and squamous cell skin cancers. The American Cancer Society data reflect melanoma ofth skin and do not

include basal and squamous cell skin cancers.
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2000* (Figure 1). The American Cancer
Society estimates that, in 2002, 1,800 new
melanoma cases will be diagnosed in
New Jersey (7). Melanoma incidence rates

increase as age increases. The highest rates of
melanoma in New Jersey are in males, age
80-84 (incidence rate = 99.8 per 100,000**
for the years 1995-2000* combined.

Figure 1: Incidence Rates for the U.S. and New Jersey by
Gender, 1979-2000*

40.0
35.0

== NJ Males, all races combined —A— NJ Females, all races combined
30.0 «={J=US Males, all races combined ==fy= US Females, all races combined
25.0

Rate

5.0

0.0 T T T T T T T T T T

preliminary.

1979 1980 1981 1982 1983 1984 1985 1986 1987 1988 1989 1990 1991 1992 1993 1994 1995 1996 1997 1998 1999 2000*
Source: New Jersey State Cancer Registry (NJSCR) and SEER ; Rates are per 100,000 and age-adjusted to the 2000 U.S. (5-year groups) standard; * Incidence rates for the year 2000 data from the NJSCR are

Figure 2: New Jersey Mortality Rates by Gender, 1995-1999

Mortality Rate
w

/D\ —O—NJ Females
2

—a—NJ Males

1995 1996 1997

Source: Underlying mortality data provided by NCHS (http://www.cdc.gov/nchs). Rates are per 100,000
and age-adjusted to the 2000 U.S. (5-year groups) standard.

1998 1999

*|ncidence rates for the year 2000 data from the New Jersey State Cancer Registry are preliminary.
** Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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Mortality. Data from the National Center for
Hedth Statistics reveal that cutaneous
melanoma mortality rates for New Jersey
males and females remained relatively stable
between 1995 and 1999 (4.3 in 1995 versus
4.0 per 100,000** in 1999 for males and 1.8
in 1995 versus 1.9 per 100,000** in 1999 for
females. This is consstent with rates for the
U.S. (Figure 2).

Behavioral Risk Factor __ Surveillance
System Data. According to the dStratified
estimates from the 1999 New Jersey
Behavioral Risk Factor Surveillance System,
more males than femaes (30.6 % compared
to 21.7%) answered ‘yes' to the question ‘Did
you have a sunburn in the past 12 months?

for all ages combined. When broken down by
age, the subgroup of 18- to 34-year-olds had
the highest percentage of sunburns within the
past year (40.2 %).

Cutaneous melanoma is a serious threat in
New Jersey in particular, where melanoma
incidence rates are the eighth highest in the
nation. In New Jersey, approximately 1,800
melanoma cases are estimated to be
diagnosed in 2002 (7). New Jersey has a very
active coastal community where tourists visit
the beaches and other outdoor attractions
every summer. Many opportunities exist to
prevent cutaneous malignant melanoma
through these recreational activities and
facilities.

Below is the Healthy New Jersey 2010 goal related to melanoma.

Healthy New Jersey 2010 Goal: Reduce the age-adjusted incidence rate of invasive
melanoma per 100,000 to 7.0 for thetotal population, 8.0 for whites, and 0.3 for blacks.

Tablel. Baselinedata and projected target rates
toreducetherateof invasive melanoma.

Preferred
1998 Per cent 2010 Per cent

Populations Basdine Data Tar get Change Endpoint Change
Total age-adjusted 124 7.0 -43.5 6.2 -50.0
White age-adjusted 145 8.0 -44.8 7.3 -49.7
Black age-adjusted 0.8 0.3 -62.5 0.2 -75.0
Asian/Pacific Idander # # # # #
Age-adjusted
Hispanic age-adjusted # # # # #

Source: Healthy New Jersey 2010
#Data are statistically unreliable

In support of the Healthy New Jersey 2010 goal for melanoma cancer, the recommendations of
the Melanoma Workgroup are summarized below for the following three topic areas in priority

order:
Awareness
Education
Treatment

**Rates are per 100,000 and age-adjusted to the 2000 U.S. population standard.
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GOALS, OBJECTIVESAND STRATEGIES

AWARENESS

As demonstrated earlier in this chapter,
protection from UV rays is the easiest
way to eliminate the most common risk factor
for cutaneous melanoma However,
according to the 1998 Nationa Health
Interview Survey, only 27% of adults sought
out shade, only 23% wore protective clothing
when exposed to sunlight, and only 30%
routinely used sunscreen (14). These low
percentages clearly demonstrate the need to
make the public more aware of UV exposure
as arisk factor for cutaneous melanoma

The Centers for Disease Control and
Prevention (CDC) is developing severd
population-based interventions to prevent skin
cancer. The national campaign “Choose Y our
Cover” increases awareness about skin
cancer, while aso influencing social norms
regarding sun protection and tanned skin.
Additionally, the CDC has convened the
National Council on Skin Cancer Prevention;
the Federa Council on Skin Cancer
Prevention; and other public awareness
campaigns such as Pool Cool; Sunwise
Stampede; The National Coalition for Skin
Cancer Prevention in Heath, Physica
Education, Recreation and Y outh Sports; and
the Coadlition for Skin Cancer Prevention in
Maryland. (For additional information on
these programs, please visit the CDC website:
www. cdc.gov/cancer/nscpep/skin.htm)

The most common public awareness message
is that of the “ABCD’s of Melanoma (15),”
which describes suspicious lesions as those
that are Asymmetrical, have an irregular
Border, have Color variegation, and have a
Diameter greater than 6 millimeters.

Awareness campaigns are most prevaent in
the form of educationa materials for display
in dermatologist offices. However, this type
of campaign only targets those who have
dready taken the initiative to visit the
dermatologist; those who do not visit the
dermatologist or a primary care physician are
being missed. Although the basic message of
the program is correct, people are only
encouraged to look for advanced signs of
disease, not early warning signs.

Despite these national efforts, New Jersey is
still estimated to rank 8" in the nation for
cutaneous melanoma incidence for 2002 (7).
As dtated in the introduction to this chapter,
while diagnosis in the ealy stages is
increasing, data from the New Jersey State
Cancer Registry show that the diagnosis of
cutaneous melanoma in the late stages has
remained steady from 1994 through 1998 (8).
This presents clear evidence that early
detection and screening efforts must be
improved.

The fact that melanoma is a life-threatening
disease must be communicated effectively to
the public and to healthcare professionals in
order to increase melanoma diagnoses in the
ealy stages and decrease melanoma
diagnoses in the late stages. The Melanoma
Workgroup recommends the development of
awareness campaigns that target early
diagnosis. Awareness issues must be
addressed on four levels. First, the public at
al age levels must be made aware of the
gravity of the disease and the need for
preventive measures. Second, patients must
be made aware of the treatment regimens that
are available immediately after diagnosis.
Third, medical professionals must be made
awvare of dsate-of-the-art diagnosis and
treatment programs, as well as the quality-of-
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life issues that accompany these treatments.  state-of-the-art diagnosis and treatment for
Fourth, the public and professionals must be  melanoma of the skin.
aware of the facilities in New Jersey that offer

GOAL ME-1:

To decrease the number of melanomas being diagnosed in late stages and increase the
per cent of melanomasbeing diagnosed in early stages.

ObjectiveME-1.1:

To promote state-of-the-art diagnosis and treatment for melanoma in facilities that target the
citizens of New Jersey.

Strategies.

(ME-1.1.1) Develop continuing education programs to educate New Jersey hedthcare
providers about state-of-the-art early diagnosis and treatment techniques for melanoma.

(ME-1.1.2) Develop and distribute a resource guide specific to melanoma to promote
awareness of New Jersey Centers of Excellence for state-of-the-art diagnosis and treatment.
Using this tool, patients will be able to locate providers in their area for melanoma
prevention, detection, treatment, and referral.

(ME-1.1.3) Develop an awareness campaign targeted to New Jersey residents regarding
state-of-the-art treatment and diagnosis of melanoma.

(ME-1.1.4) Encourage New Jersey primary hedthcare providers to send their patients to
New Jersey Centers of Excellence for melanoma and skin cancer care.

ObjectiveME-1.2:

To develop an aliance with businesses and organizations to develop skin cancer media
campaigns promoting public awareness and knowledge.

Strategies:

(ME-1.2.1) Develop and disseminate educational materials and programs in collaboration
with organizations such as the American Cancer Society.
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(ME-1.2.2) Collaborate with pharmaceutical industries that make sunscreen to launch a skin
cancer awareness campaign piggybacked on their product marketing.

(ME-1.2.3) Partner with cosmetic companies and other industries to launch a skin cancer
awareness campaign piggybacked on their product marketing.

EDUCATION

Cchool-based education. New Jersey
“Jschool districts must be committed to the
promotion of comprehensive school health
education in the form of Kindergarten through
12" grade hedlth instruction that is planned,
documented, sequential, and age appropriate.
It is recognized that classroom instruction is
not effective unless coordinated with, and
reinforced by, policies and programs within
other components of the school hedlth
program. According to the American Cancer
Society Sun Safe Community Project, school
personnel need to work together with
community representatives to ensure that the
health needs of students are met and that the
school health program reflects the interests of
both school and community.

Awareness of the increasing rate of melanoma
incidence must be presented to school health
educators to impress upon them the
seriousness of the problem in our state. The
incidence rates can be lowered and the
behaviors of the student-aged population can
be modified with assistance from these school
health professionals.

Education on prevention meets one need as
evidenced by the rate of incidence statistics
for the State of New Jersey. Outcomes
resulting from school health education on the
prevention, detection, and screening of
melanoma will not have immediate impact on
the incidence rates but will rather provide a
foundation of support for long-term sun-safe
programs and policies within the school
setting.  Sun-safe community promotion can

augment existing sun-safe messages, |if
present, or encourage the school admini-
stration to review existing instruction and
policies relating to sun safety.

Schools can promote sun safety through
updated policies and by providing environ-
mental support. School policies may address
issues such as scheduling outdoor activities
before or after those times of day when the
sun's rays are most intense and by
encouraging al participants in outdoor
activities to wear sun-safe clothing, hats, and
sunscreen.  Providing environmental support
by increasing the amount of shade on the
school campus is an important way schools
can decrease student exposure to the sun.
Increasing shade may include planting
additional trees in open spaces, erecting
temporary and permanent shade structures in
such places as lunch areas and playgrounds,
and making indoor space available to students
for days and/or times when the sun’s rays are
especialy intense.

Community education. Strong evidence
exists that melanoma is being detected earlier
than previousy. Many publications have
demonstrated a dramatic rise in the proportion
of thin meanomas, particularly after
educational campaigns. A 600% increase in
the diagnosis of in stu melanoma in the
United States between 1973 and 1987,
although the incidence of invasive melanoma
increased by 52% nationaly, is additional
evidence for the earlier detection of malignant
melanoma.
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In an ideal world, early detection and excision
of premalignant melanoma and thin
melanomas would decrease both melanoma
incidence and mortality associated with the
disease. Berwick et al. has demonstrated that
early detection through self-examination
could have this effect (16). Berwick’s study
showed a decrease in the incidence of
invasve melanoma associated with self-
examination that might be associated with

GOAL ME-2:

earlier detection of premalignant skin lesions.
Berwick further refers to 3,142 patients
analyzed by MacKie, first diagnosed between
1979 and 1993, in a study demonstrating that
age-standardized incidence was highest
among the most affluent men and women as
was five-year disease-free survival, which, in
turn, implies that greater access to early
detection and medica care reduces the
mortality rate of melanoma.

Toincreasethe practice of prevention behaviorsamong youth by instructing studentsin all
New Jersey public school districts on prevention, detection, and screening for melanoma

and other skin cancers.

ObjectiveME-2.1:

To include in the curriculum of all public schools, and enhance where necessary, instruction on
prevention, detection, and screening of melanoma and other skin cancers. This is supported by
New Jersey Statutes, Title 18A:40-32, Cancer Awareness Week and 18A:40-33, Cancer

Awareness Program for School-aged Children.

Strategies.

(ME-2.1.1) Train representatives from school districts about melanoma and skin cancer

prevention, detection, and screening.

(ME-2.1.2) Implement incentives for training by providing professiona development hours
or continuing education credits relating to skin cancer.

(ME-2.1.3) Partner with the American Cancer Society and other healthcare organizations to
train appropriate professionals in school districts on proven skin cancer prevention programs,

e.g., Sun Safe Communities.

(ME-2.1.4) Educate parents at PTO/PTA meetings regarding prevention, detection, and
screening for melanoma and other skin cancers.
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(ME-2.1.5) Implement an awareness project via the school district’'s interna media
capabilities to educate students about prevention, detection, and screening for melanoma and
other skin cancers by providing interactive information about melanoma and other skin
cancers. Websites must be approved and listed by the school.

(ME-2.1.6) Develop a partnership with a pharmaceutical company to launch a school-based
skin cancer awareness campaign in conjunction with the company sunscreen product.

GOAL ME-3:

To increase the proportion of school districts that provide structural sun protection and
have sun-safe environmental policies.

ObjectiveME-3.1:

To survey and evaluate the facilities and policies of all school districts to determine which
schools have structural sun protection and sun-safe environmental policies.

Strategies:

(ME-3.1.1) Establish a baseline of school districts that have sun-safe policies and encourage
improvement of their sun-safe policies where necessary.

(ME-3.1.2) Build relationships with organizations with programs that can assist the school
districts regarding the sun-safe environment, such as local shade tree commissions to provide
trees for schools.

GOAL ME-4:

To promote worksite education by employers to employees on prevention, detection, and
screening for melanoma and other skin cancers.

ObjectiveME-4.1:

To partner with employers in providing employee education on prevention, detection, and
screening for melanoma and other skin cancers.
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Strategies:

(ME-4.1.1) Create and track an awareness campaign encouraging employers statewide to
provide employee education on prevention, detection, and screening for melanoma and other
skin cancers.

(ME-4.1.2) Pilot and implement presentations to employers, emphasizing those industries
with “sun-exposed” employees, e.g., agricultural, construction, childcare, recreation, etc. and
then roll out to other industries.

GOAL ME-5:

To identify champions in the hospitality, recreation, and entertainment industries that
provide public education to develop presentations on prevention, detection, and screening
for melanoma and other skin cancers.

ObjectiveME-5.1:

To survey the hospitality, recreation, and entertainment industries regarding their policies of
providing public skin cancer education.

Strategies:

(ME-5.1.1) Develop and implement a survey of the hospitality, recreation, and entertainment
industries to learn how they educate their customers about proper sun care while visiting or
enjoying entertainment at that establishment.

(ME-5.1.2) Partner with identified industries to develop public education programs on
prevention, detection, and screening for melanoma and other skin cancers.

GOAL ME-6:

To educate the community on prevention, detection and screening for melanoma and other
skin cancers.
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ObjectiveME-6.1:

To provide public health educational opportunities relating to skin cancer to the citizens of New

Jersey at the local level.

Strategies:

(ME-6.1.1) Develop, implement, and track community public health education programs on
prevention, detection, and screening for melanoma and other skin cancers.

(ME-6.1.2) Use public service announcements and media campaigns to educate the public on
prevention, detection, and screening for melanoma and other skin cancers.

TREATMENT

Sjrgay remains the most effective
reatment for melanoma. Radiation and
chemotherapy have proven ineffective.
Interferon is the only FDA-approved treat-
ment for melanoma; however, it is generally
used as an adjuvant therapy to surgery.

Any lesion considered suspicious should be
removed for pathologic  examination.
Excison with remova of the entire lesion
with a narrow margin of normal skin is the
preferred method of biopsy (17). Incisiona
or punch biopsy is acceptable when it is not
feasible to remove the entire lesion because of
anatomic or cosmetic concerns. In these
circumstances, the blackest area of a flat
leson and the thickest portion of a raised
nevus should be sampled. Shave biopsies are
not recommended when meanoma is

suspected.

Clinical trials that have shown the most
promise have centered on immunotherapy and
bio-therapy (18-28). Both have shown
measurable success. Autologous, polyvalent,
and peptide vaccines have shown promise at

different disease stages and are being tested in
clinical trials throughout the world (29-33).

Research has minimized the size of the
excision required at the primary ste. The
introduction of the Sentinel Node Biopsy
(SNB) has reduced the need for node
resections, and the SNB has proven to be a
very accurate predictor of metastatic disease
(17). Recent testing of the TA90 glycoprotein
antigen has aso shown diagnostic promise.
Dendritic Cell vaccinations in different
combinations have been postive in early
testing.  Photographic Mole Mapping has
become popular with high-risk patients as a
monitoring device.

The critical issue, nevertheless, is that the
overadl cure rate for melanoma is low, and
current research is resulting in treatment
evolution at a rapid pace. As many clinical
trials as possible should be made available in
New Jersey to facilitate state-of-the-art
treatment for al New Jerseyans. Information
on the evolution of available treatment must
be continualy updated for medical profes-
sionals and patients alike.
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GOAL ME-T:

To ensure that all persons diagnosed with melanoma receive care from New Jersey
hospitals and healthcar e professionals with demonstrated proficiency in the diagnosis and
treatment of melanoma.

ObjectiveME-7.1:

To identify New Jersey Centers of Excellence in the diagnosis and treatment of melanoma.

Strategies:

(ME-7.1.1) Determine what criteria will distinguish a Center or Provider as meeting

Standards of Excellence for melanoma, whether it is existing criteria established by
organizations such as the American College of Surgeons Commission on Cancer or
developing new criteria

(ME-7.1.2) Promulgate a list of centers and healthcare providers who meet the Standards for

Excellence for melanoma for public use, through such measures as a website, addendum to
the existing Cancer Resource Guide, and a toll-free telephone number, etc.

(ME-7.1.3) Provide recognition for those centers and providers meeting the Standards of
Excellence for melanoma.

(ME-7.1.4) Encourage those meeting the Standards of Excellence for melanoma to advertise
their accomplishments.

ObjectiveME-7.2:

To develop resource material discussing melanoma treatment options and clinical trial
information for patients.

Strategies:

(ME-7.2.1) Promulgate state-of-the-art treatment options as essential considerations in the
treatment of melanoma, such as sentinel node biopsy, interferon apha-2b, and vaccine

therapy.

(ME-7.2.2) Encourage participation in clinical trials for melanoma.
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Principal Change Agents. The following organizations will contribute to the
implementation of strategies shown. Thislist is not mutually exclusive.

American Cancer Society

Meéeanoma and Skin Cancer Coadlition: ME-1.1.1; ME-1.1.2; ME-1.1.3; ME-1.1.4;
ME-1.2.1; ME-1.2.2; ME-1.2.3; ME-2.1.1; ME-2.1.2; ME-2.1.3; ME-2.1.4; ME-
2.1.5; ME-2.1.6; ME-3.1.1; ME-3.1.2; ME-4.1.1; ME-4.1.2; ME-5.1.1; ME-5.1.2;
ME-6.1.1; ME-6.1.2; ME-7.1.1; ME-7.1.2; ME-7.1.3; ME-7.1.4; ME-7.2.1

New Jersey Department of Health and Senior Services. ME-3.1.1; ME-4.1.1; ME-
6.1.1; ME-6.1.2; ME-7.1.1; ME-7.1.2; ME-7.1.3; ME-7.1.4

Schering-Plough: ME-1.1.2; ME-1.1.3; ME-1.2.2; ME-2.1.2; ME-2.1.6; ME-5.1.2
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GOAL

OBJECTIVE

STRATEGY

2003

2004

2005

2006

2007

On-
going

Awareness of diagnosis

1.1

Promote state-of-the-art diagnosis and
treatment

ME-1.1.1

ME 1.1.2

ME-1.1.3

ME-1.1.4

1.2

Develop an alliance with businesses and
organizations to devel op media campaigns

ME-1.2.1

ME-1.2.2

ME-1.2.3

Increase prevention behaviors among
youth

2.1

Enhance School Curriculum

ME-2.1.1

ME-2.1.2

ME-2.1.3

ME-2.1.4

ME-2.1.5

ME-2.1.6

Provide structural sun protection and sun-
safe environmental policies

3.1

Survey/evaluate policies

ME-3.1.1

ME-3.1.2

Promote worksite education

4.1:

Partner with employees

ME-4.1.1

ME-4.1.2

Identify Champions

51

Survey public education in the hospitality,
recreation and entertainment industries

ME-5.1.1

ME-5.1.2

Educate community

6.1

Provide public health education

ME-6.1.1

ME-6.1.2

Treatment

7.1

Identify Centers of Excellence

ME-7.1.1

ME-7.1.2

ME-7.1.3

ME-7.1.4

7.2

Develop resource materials

ME-7.2.1

ME-7.2.2

Target Completion Date
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ORAL AND OROPHARYNGEAL CANCER

IMPORTANCE OF ORAL AND
OROPHARYNGEAL CANCER FOR
CANCER PREVENTION AND CONTROL

t the first meeting of the New Jersey

Task Force on Cancer Prevention, Early
Detection and Treatment, members voted to
create a separate workgroup on ora and
oropharyngeal cancer, although not mandated
to do so in the Executive Order. Task Force
members reasoned that ord and oropharynged
cancer requires specid attention.  The public is
less aware of cancers in this body region than
of cancer in other sites. Initial detection of
early lesons primarily involves dentists and
dental auxiliaries rather than medica
personnel. Furthermore, the anatomical
location and adjacent structures present
unique limitations on treatment options.

Ora and oropharyngeal cancer include cancer
of the lip, tongue, floor of the mouth, palate,
gingiva and alveolar mucosa, buccal mucosa,
and oropharynx. It is estimated that ora and
opharyngeal cancer will account for up to
31,000 new cancer cases and 8,000 to 9,000
deaths (1-3), representing 2% to3% of all
cancer deaths (1;4;5). Mdes are approximately
twice as likely as females to be diagnosed with
and to die from ord and oropharyngeal cancer
(3;4;6). Approximately 95% of ora and
oropharyngeal cancer cases occur among
persons over 45 years of age, and the average
age of diagnosis is 60 years (5). Ora and
oropharyngeal cancers are the sixth most
common cancer among white males and the
fourth most common among black males
(3;7). From 1974 through 1997, trends in
five-year relative cancer survival rates
fluctuated around 56% for whites, 35% for
blacks, and 54% for al races (3).

More than 90% of oral cancers are squamous
cell carcinoma. About 5% are sdivary gland
malignancies, and smaller percentages are
melanomas, sarcomas, and lymphomas. The
primary focus of a cancer control program for
oral and oropharyngeal cancers must,
therefore, be on squamous cell carcinoma, the
predominant type. National efforts to reduce
morbidity and mortality associated with oral
and oropharyngeal cancer center on two
areas. primary prevention and early detection.

The known risk factors for ord and
oropharyngeal sguamous cell carcinoma are
long-term tobacco use (1,5;7-16) acohol use
(1;5;7-14), immunosuppression (17), use of
the betel (areca) quid popular in the Asian
population (5;15;16;18) and in the case of lip
cancer, long-term sun exposure (1;8-10).
Evidence for consumption of fruits and
vegetables as a protective factor is
contradictory (1;10) and will thus not be
addressed in this report.  Immunosuppressed
patients, particularly those diagnosed with
HIV/AIDS, are at increased risk for many
types of cancer that may present in the ora
cavity and pharynx, including squamous cell
carcinoma, Kapos's sarcoma, and non-
Hodgkin's lymphoma. Approximately 25%
of patients dagnosed with od and
oropharynged cancers have none of these risk
factors (14). Recent dudies indicate that
infection ~ with  human  papillomavirus,
particularly genotypes 16 and 18, may represent
another independent risk factor (1:7;19;20).

The most significant indicator in predicting
survival is stage of disease a time of
diagnosis. Cases diagnosed in the early
stages have a five-year surviva rate of more
than 75%, while cases diagnosed in the late
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stages have a poor five-year survival rate of
less than 25%(7)(11;12).  According to
National Cancer Institute (NCI) 1995
surveillance data, only one-third of cases are
diagnosed in the early stages (5), whereas
two-thirds have already spread regionally or
have metastasized. For blacks, the statistics
are far worse than for the population as a
whole — over 80% of oral and oropharyngeal
cancers in this segment of the population have
regiona or distant spread at the time of
diagnosis (5).

In a recent study, approximately 81% of
dentists said they provided an ora cancer
examination for 100% of their patients 40
years of age or older a their initia
appointment, and only 78% indicated they
provided this examination at recal
appointments (1). This study confirmed
similar findingsin a previous survey (10). It is
clear that too few people have regular oral
and oropharyngeal cancer examinations and
that too few dentists and physicians are
performing routine oral and oropharyngeal
cancer exams.

A nationa strategic planning conference was
recently held to begin addressing ora and
oropharyngeal cancer (5). The national group
convened for this conference determined that
each state should develop a state modd to
address oral cancer education, prevention, and
early detection. Maryland was the first state
to pilot a state mode (10). The gods,
objectives, and strategies in this Plan are
based on those developed by the national oral
cancer group (21).

ORAL AND OROPHARYNGEAL CANCERIN
NEW JERSEY

Incidence. New Jersey mirrors the national
average for oral and oropharyngeal cancer
incidence. Since the mid-1980s, New Jersey
and US incidence rates for oropharyngeal
cancer have been declining. For New Jersey
males, incidence rates are higher among
blacks than whites. In 2000*, the incidence
rate for black males was 23.5 per 100,000**
compared to 14.0 per 100,000** for white
males. Males have traditionally had higher
incidence rates than females in New Jersey,
although in recent years the gap is narrowing
due to the increasing number of women who
began smoking over the past three decades
(Figurel1). Incidence rates for females in
New Jersey have generally been similar
among races. In 2000*, black females had an
incidence rate of 5.1 per 100,000** compared
to 55 per 100,000** for white females
(Figure 1).

For all stages combined, the five-year relative
survival rate for ora and oropharynged
cancer is 53% (22). With early detection,
survival rates are considerably higher. The

fiveyear survivad rate for ora and
oropharyngeal  cancer diagnosed  with
localized disease is 81% (22). In 2000%,

approximately 54% of those with ora and
oropharyngeal cancer were diagnosed in the
late stages according to the New Jersey State
Cancer Registry. Dentists and primary care
physicians can recognize abnormal tissue
changes and detect cancer at earlier stages
during regular checkups.

*Incidence rates for year 2000 data from the New Jersey State Cancer Registry are preliminary.
**Rates are per 100,000 and age-adjusted to the 2000 U.S. standard.
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Figure 1. New Jersey Incidence Ratesfor Oropharyngeal
Cancer by Gender and Race, 1979-2000*
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Source: New Jersey State Cancer Registry (NJSCR); Rates are per 100,000 and age-adjusted to the 2000 US (5-year groups) standard.
* Incidence rates for the year 2000 data from the NJSCR are preliminary.

In a study of New Jersey patients with AIDS,
approximately 6% aso had a cancer. Of
these, 50% had Kapos’s sarcoma, 33% had
non-Hodgkin's lymphoma, and 17% had lung,
oral, and other cancers. This subgroup
requires special consideration with regard to
diagnosis and management and is discussed
separately in the chapter on Emerging Issues
(17).

Mortality. Overal, ora and oropharyngea
cancer deaths in New Jersey mirror the
decrease seen in the U.S. In 1999, New

Jersey males (al races combined) had a
mortality rate of 4.0 per 100,000** and
New Jersey females had a mortality rate of
1.5 per 100,000**. However, mortality rates
differ dramatically by race. Mortality rates
for New Jersey black males increased from
58 per 100,000** in 1995 to 10.5 per
100,000** in 1999; mortality rates for white
males declined consistently from 4.8 per
100,000** in 1995 to 3.4 per 100,000** in
1999 (Figure 2). The mortality rates for
females in New Jersey remained relatively
stable between 1995 and 1999 (Figure 2).

*|ncidence rates for year 2000 data from the New Jersey State Cancer Registry are preliminary.
** Rates are per 100,000 and age-adjusted to the 2000 U.S. standard.
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Figure 2: New Jersey Mortality Ratesfor Oropharyngeal
Cancer by Race and Gender, 1995-1999
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According to the 1999 Behavioral Risk Factor
Surveillance System (BRFSS), 72.3% of
New Jersey residents visited a dentist or
dental clinic in 1999. Since a maority of
residents are aready visiting dentists, an
opportunity exists to increase the number of
routine ora cancer examinations in this
setting. No differences are observed for
gender or age, and dental visits are positively

associated with education and income level.
When these data are analyzed by race, a

disparity in dental care in New Jersey
becomes evident (Figure 3). Among
respondents who answered ‘no to the

guestion, “Have you had a dental visit within
the past year?’, 24.4 % were white, 29.9%
were black, 41.1% were Hispanic and 34.7%
were ‘Other’.
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Figure 3: Responseto 1999 NJ BRFSS Survey Question, " Have you
had a dental visit within the past year?"
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To target oral and oropharyngeal cancer in the
New Jersey region, the Oral Cancer
Consortium was formed in 1998 by a group of
professional and public health organizations
and agencies united by a common mission.
The Ora Cancer Consortium is dedicated to
the prevention, early detection, and discovery
of the biological basis and treatment of oral
and oropharyngeal cancer among the citizens
they serve and society at large. To educate
healthcare professionals and the public about
the importance of comprehensive ora and

oropharyngeal examinations, the Consortium
will emphasize the following: community
outreach to increase public awareness,
prevention to change habits and environ-
mental factors, early detection to effect the
highest cure rates, clinica trials to develop
best treatment practices, research into the
biologica basis for disease to prevent
occurrence, and application of outcomes in
treatment to cure the disease in affected
populations.
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Below is the Healthy New Jersey 2010 goal relating to oral and oropharyngeal cancer.
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Healthy New Jersey Goal: Reduce the percentage of oral and oropharyngeal cancer
diagnosed in the late (regional and distant) stages of disease to 40.0 % for all males and

35.0% for all females by 2010.

Tablel. Baselinedata and projected target ratesto reducethediagnosis

of oral cancer in thelate stagesof disease.

Preferred
1998 Per cent 2010 Per cent
Populations Basdline Data Tar get Change Endpoint Change
White Males 51.2 40.0 -21.9 20.0 -60.9
Black Males 58.5 40.0 -31.6 20.0 -65.8
White Females 39.0 35.0 -10.3 15.0 -61.5
Black Females 41.9 35.0 -16.5 15.0 -64.2

Source: Healthy New Jersey 2010

In support of the Headlthy New Jersey 2010 goa for oral and oropharyngeal cancer, the
recommendations of the Oral and Oropharyngeal Cancer Workgroup are summarized below for
the following four topic areasin priority order:

Public Awareness
Public Access

Professional Awareness and Education

Research and Surveillance
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GOALS, OBJECTIVESAND STRATEGIES

PuBLIC AWARENESS

he Oral and Oropharyngeal Cancer

Workgroup defined public awareness and
education as the highest priority in ora and
oropharyngeal cancer control in New Jersey.
Early detection and treatment methods are
highly successful in reducing the morbidity
and mortality from oral and oropharyngeal
cancer (23). It is therefore essentia to raise
public awareness about lifestyle behaviors
that put them at increased risk. The public
must also be informed about the signs and
symptoms of oral and oropharyngea cancer.
Finally the public needs to know about
professionals and facilities that employ
proven, state-of-the-art early detection and
treatment methods.

A large segment of the public is unaware of
the early signs of oral and oropharyngeal
cancer, and the population at highest risk is
least aware (24)(25;26). Most adults are also
poorly informed about risk factors and the
need for ongoing screening to detect early
lesons. The 1990 National Hedth Interview
Survey, Hedth Promotion and Disease
Prevention Supplement, found that this
general lack of knowledge and misinfor-
mation was common among U.S. adults,
regardless of age, race, or ethnicity (25). Of
the adults surveyed, 40% did not know any of
the signs of oral and oropharyngeal cancer;
another 25% correctly identified only one.
Only 13% of those surveyed identified regular
alcohol drinking as a risk factor for ora and
oropharyngeal cancer. Even though two-
thirds of respondents cited tobacco use as a
risk factor for ora and oropharyngeal cancer,
a greater number of respondents correctly
identified smoking as a risk factor for heart
disease, emphysema, or lung cancer than for
oral and oropharyngeal cancer. Similarly,

few respondents recognized heavy drinking as
a risk factor for throat and mouth cancer,
although 83% knew heavy drinking increases
risk for cirrhosis of the liver (25).

Oral and oropharyngeal cancer questions
included in a pilot study about general ora
and oropharyngeal heath among 700 adults
once again uncovered the fact that
respondents were not well informed about
risk factors (27). When asked, ‘Which of the
following are early warning signs of mouth or
lip cancer?, only 63% correctly identified ‘a
white or red patch in the mouth that does not
go away’, and 20% responded ‘don’'t
know/not sure’ on the question. Only 49%
indicated that regular use of both tobacco and
alcohol were risk factors; 29% incorrectly
responded that having a relative who has had
mouth or lip cancer was a risk factor. These
studies clearly demonstrate the need for
improved public education and awareness
efforts for oral and oropharyngeal cancer.

Although the overal level of knowledge
about risk factors for oral and oropharyngeal
cancer is low, adults who had a higher level
of knowledge of risk factors for ora and
oropharyngeal cancer were more likely to
have had an oral and oropharyngeal cancer
examination (28). These findings are consis-
tent with trends seen for other cancers,
including cervical, breast, and colorectal,
suggesting that conducting comprehensive
educational interventions might increase the
number of oral and oropharyngeal cancer
examinations being conducted (29). The
1992 National Center for Health Statistics
Cancer Supplement Survey found that only
14% of the public responded that they had
been examined for oral cancer (30), indicating
the need for increased awareness of risk
factors of oral cancer and the importance of
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screening.  This survey aso reveaed that the
groups least likely to have been examined
were blacks or Hispanics, those with low
levels of education, persons 65 years of age or
older, current users of tobacco products (30),
and respondents with a low level of
knowledge about risk factors for ora and
oropharyngeal cancer (28).

Currently in New Jersey, additional public
awareness and education efforts for oral and
oropharyngeal cancer are needed to enhance
those aready under way. The Ora Cancer
Consortium, whose mission includes raising
awareness in the general public, conducts an
annual screening that is widely advertised.
The New Jersey Dental Association’s state-
wide programs for Children’s Dental Health
Week expose New Jersey children to
important information about tobacco and
proper diet, as well as care of teeth and
gingiva. The misson of New Jersey
Breathes Tobacco Control Codlition, a
statewide 47-member agency, is to ater the
social norm of tobacco acceptance fostered by
the tobacco industry. Through awareness and
education, New Jersey Breathes is providing
support for tobacco control policies, increased
tobacco taxes, and increased access to
nicotine treatment, with the ultimate goal of
reducing tobacco  consumption,  thus
improving the health of New Jersey residents.
Any new tobacco control and oral health
programs should build on existing activities,
such as those of the New Jersey
Comprehensive Tobacco Control Program
(31-33). Existing activities are insufficient, as
oral and oropharyngeal cancer incidence and
mortality have remained steady over the past
several years (Tables 1 and 2).

The Ora and Oropharyngeal Cancer
Workgroup recognizes the importance of
enhancing public awareness efforts already
under way in New Jersey. Although
cognizant of the fact that this is only the

beginning of a continuous, dynamic process,
the workgroup proposes two areas in which
funds and resources can be dedicated to begin
work. First, the workgroup suggests
concentrating education and awareness efforts
on the population at highest risk. Research
has shown that this type of health promotion
iIS necessaay to enhance ora and
oropharyngeal cancer prevention and early
detection (24). Targeting high-risk segments
of the population for educational programs
can be done by first determining areas of the
state where pockets of at-risk individuals
reside and then reviewing and improving
existing educational materials for use with
this population. To enhance work being done
during Children’'s Denta Health Week,
scholastic  education about oral and
oropharyngeal cancer should be a component
of the standard curriculum. Most importantly,
it is essentia to collaborate with national and
local organizations that have made oral and
oropharyngeal cancer education and aware-
ness part of their mission, such as the Oral
Cancer Consortium, American  Dental
Association, and New Jersey Breathes.
Through collaboration, media campaigns can
be implemented and high-risk populations can
be well targeted.

Secondly, the Ora and Oropharyngeal Cancer
Workgroup proposes to work on strengthen-
ing laws and regulations concerning tobacco
and acohol, the two primary risk factors for
oral and oropharyngea cancer. Tobacco and
alcohol exposure can be limited by promoting
no-smoking laws and by making the public
more aware of the direct association between
use of these substances and ora cancer.
Additionally, more stringent regulation would
decrease accessibility of these substances.

Without accurate and appropriate information
about ora and oropharyngeal cancer,
New Jerseyans, regardless of age, race, or
ethnicity, cannot make informed decisions
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about their own health, including the need to
seek out an ora and oropharyngeal cancer
examination (26;34). By improving the
knowledge of the general public about the risk
factors, signs, and symptoms of ora and
oropharyngeal cancer, all populations will be
positively influenced (24). It is nevertheless
critical that education efforts be designed to

GOAL OR-1:

reach those identified as least likely to receive
oral and oropharyngeal cancer examinations.
Thus, the Oral and Oropharyngeal Cancer
Workgroup proposes to begin this endeavor
with the following goa, objectives, and
strategies.

To heighten public awareness and knowledge of oral and oropharyngeal cancer and the

need for early detection in New Jer sey.

Objective OR-1.1:

To increase direct public education to groups at high risk for oral and oropharyngeal cancer.

Strategies:

(OR-1.1.1) Collaborate with the Oral Cancer Consortium and other agencies to coordinate
and support national oral and oropharyngeal cancer awareness and education campaigns.

(OR-1.1.2) Review the limited number of oral and oropharyngeal cancer educational
materials currently available for specific target groups and assess their accuracy,
comprehensiveness, reading level, and acceptability.

(OR-1.1.3) Encourage addition of comprehensive oral and oropharyngeal cancer education as
an essential component to elementary and secondary school health curricula across
New Jersey.

(OR-1.1.4) Work with the American Dental Association, the Oral Cancer Consortium, and

the New Jersey Dental Association in their endeavors to create a media campaign to increase
awareness of oral and oropharyngeal cancer in the general public.

(OR-1.1.5) Work with the addictions treatment programs surrounding tobacco, acohol, and

other drugs to increase awareness of oral and oropharyngeal cancer in these high-risk
populations.

(OR-1.1.6) Place a member of the Ora and Oropharyngea Cancer Implementation
Workgroup on New Jersey Breathes in order to collaborate with leading tobacco control
advocates and to support Oral Health Funding from alarger collaborative.
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Objective OR-1.2:

To strengthen tobacco and alcohol laws and regulations.

Strategies:

(OR-1.2.1) Work with New Jersey Breathes to promote tobacco control standards that

include oral and oropharyngeal cancer.

(OR-1.2.2) Encourage warning labels on tobacco and alcohol products to include ora and

oropharyngeal cancer risk factors.

(OR-1.2.3) Reinforce no-smoking laws and encourage more comprehensive regulation of

tobacco products.

(OR-1.2.4) Expand legislation promoting indoor and outdoor smoke-free environments.

(OR-1.2.5) Support the reduction of youth access to tobacco through Tobacco Age of Sale
Enforcement (TASE) Operations and alcohol through the “We Check 21" Program.

(OR-1.2.6) Support the increase of tobacco and alcohol taxes.

(OR-1.2.7) Work with the National Council on Alcohol and Drug Dependency (NCADD) of
New Jersey to incorporate oral and oropharyngeal cancer issues in alcohol control advocacy

standards.

PuBLIC ACCESS

he chapter on Access and Resources

clearly demonstrates the need for better
access and resources for cancer screening,
early detection, and treatment in New Jersey.
Since oral and oropharyngeal cancer is one of
the most preventable and treatable cancers,
improving access and resources is essential to
decreasing morbidity and mortality from ora
and oropharyngeal cancer. Even if public
awareness can be heightened (Goal OR-1)
and even if dentists and physicians can be
better educated and motivated (Goa OR-3),
access issues are likely to persist as obstacles
to early detection of oral and oropharyngeal
cancer (35).

The incidence and mortality data presented
earlier in this chapter demonstrate that
disparities exist in race and gender. Given the
stark  differences between oral and
oropharyngeal cancer stage at diagnosis and
survival data between the nation’s black and
white populations, as well as the relationship
between socioeconomic level and oral and
oropharyngeal cancer survival, access must be
considered as a possible factor.

For orad and oropharyngeal cancer in
particular, two underlying problems directly
affect access and resources for cancer control
in New Jersey. First, a comprehensive oral
and oropharyngeal cancer needs and capacity
assessment does not exist. Without a needs
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and capacity assessment, it is difficult to
determine why New Jersey residents are not
receiving the oral and oropharyngeal cancer
care they need and which populations are
most affected.  Barriers, such as socio-
economic and attitudinal, exist and many
segments of the population do not benefit
from existing programs in the state. Second,
not enough dentists serve the high-risk
population.  The lack of availability of
dentists in specific urban and rura areas in
New Jersey is demonstrated by several areas
of the state being designated as Dental Health
Professional Shortage Areas (36;37).

The Oral Cancer Consortium, described
earlier in this chapter, has recognized these
problems as well. Currently, the 22 member
organizations of the Oral Cancer Consortium
are conducting and promoting free oral and
oropharyngeal cancer screening events to
improve access to care. The Consortium
strives to increase the number of patients
being screened, increase the number of
facilities offering free screening, and improve
access to screening for populations at high
risk. Additionaly, the Consortium is offering
public and professional educational programs
in early detection of ora and oropharyngeal
cancer. However, without a secure source of
ongoing funding, the Consortium will not be
able to reach the entire dental community, and
efforts to educate the genera public will be
limited.

To complement the work being done by the
Oral Cancer Consortium, the Ora and
Oropharyngeal Cancer Workgroup proposes
the following. First, the Ora and
Oropharyngeal Cancer Workgroup and the
Ora Cancer Consortium must partner to
begin centralizing the oral and oropharyngeal
cancer efforts within New Jersey.

Second, we propose that hospitals be used as
access points to provide at-risk patients with
oral and oropharyngeal cancer screening. The
Ora and Oropharyngeal Cancer Workgroup
recognizes that population segments at
highest risk for oral and oropharyngea cancer
may overlap significantly with groups of
individuals unlikely to voluntarily seek
screening and unlikely to routinely visit a
primary care physician and/or dentist.
Individuals who may not seek routine medical
and dental examinations may become patients
at hospitals as a result of illness or accidents.
Admission to the hospital may provide the
opportunity to screen these patients,
particularly those at increased risk for ora
and oropharyngeal squamous cell carcinoma.
To target populations that might otherwise
utilize oral and oropharyngea cancer
screening, but are not doing so because of
barriers, the Ora and Oropharyngeal Cancer
Workgroup proposes that examinations and
screenings be offered in conjunction with
other existing services, such as screening for
other types of cancer and at meetings for
addicted populations.

Third, the Oral and Oropharyngeal Cancer
Workgroup recommends that general dental
residency programs in  New Jersey,
particularly those serving urban populations,
be supported. Currently, residency programs
are supported by ad from the federa
government from Medicare reimbursement.
Direct medica education aid (DME) and
indirect medical education aid (IME) support
residency positions. Hospitals support the
programs to a certan extent as well.
Saint Joseph’'s  Regional Medical Center
found that DME and IME offset much of the
hospital’s expense, and residents can easily
justify their existence financially, even in
hospitals where most patients are on
New Jersey Charity Care or Medicaid.
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However, additional dental residency dots in
urban hospitals are needed to develop
screening programs for all hospital-admitted
patients. This approach to widerspread oral
cancer  screening aso  requires a
multidisciplinary  protocol involving the
Emergency Department and the medical and
surgical  services a these hospitals.
Therefore, funding is needed to increase the
number of residents to provide essential
professional human resources in order to
deliver diagnostic care and treatment to this
underserved segment. This early experience
will aso better prepare young dentists to
assume leadership roles in cancer prevention,
detection, and care throughout their
professional careers.

GOAL OR-2:

New Jersey must improve access to oral and
oropharyngeal cancer screening and must
outreach to all segments of the population.
Existing data are inadequate to quantify the
relative contributions made by risk factors
and barriers to care (e.g., access to prompt
and accurate diagnosis and appropriate care,
nutrition and genera health, genetics, use of
alcohol and tobacco, etc.). The differences
noted between black and white New Jersey
residents in oral and oropharyngeal cancer
incidence and mortality must be further
investigated in order to improve access to care
for al populations. The following godl,
objective, and strategies are offered to begin
the process of improving access and resources
for oral and oropharyngeal cancer care.

Toincrease accessto oral and oropharyngeal cancer screening and the ability to reach all

segments of the population.

Objective OR-2.1:

To increase community outreach for oral and oropharyngeal cancer screening.

Strategies:

(OR-2.1.1) Partner with the Oral Cancer Consortium to determine areas in which

collaboration on screening can be effective.

(OR-2.1.2) Use the hospital as an access point and develop protocols in these ingtitutions for
the oral and oropharyngeal examination of every at-risk patient admitted, beginning with
those hospitals with dental residency programs. Additionally, appropriate protocols should
be adapted and spread to hospitals that do not have dental residency programs.

(OR-2.1.3) Piggy-back oral and oropharyngeal cancer examinations onto existing outreach
programs to increase screening without creating substantial cost fluctuation, by using the
following venues. mobile units, outpatient facilities run by medical center, nursing homes
and assisted-living facilities, free oral and oropharyngeal cancer screenings in maor urban
hubs, free oral and oropharyngeal cancer screenings in remote and underserved areas, and
free ora and oropharyngeal cancer screenings at meetings for those with addictions.
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(OR-2.1.4) Partner with New Jersey Department of Health and Senior Services Division of
Addiction Services and addictions providers to disseminate oral and oropharyngeal cancer

education to “12 Step” groups.

PROFESSIONAL AWARENESSAND
EDUCATION

M ortality from oral and oropharyngea
cancer has remaned high and, in
contrast to nearly every other form of cancer,
survival has not improved over the last 40
years, despite significant advances in cancer
treatment. It is generally acknowledged that
only primary prevention and early detection
offer significant opportunities for improving
survival statistics and the quality of life of
survivors (12).  (The role of hedthcare
providers in primary prevention is dealt with
earlier in this report.) Of the many obstacles
to early detection of oral and oropharyngeal
cancer, one that can be overcome is the
current inadequacy of education and training
among healthcare providers. There is strong
evidence that professiona awareness,
education, training, and motivation fall below
desirable levels (11). Studies have shown that
dentists are not as knowledgeable about oral
cancer prevention and early detection as they
could be and that they recognize these
deficiencies (8). As noted earlier, many
dentists do not provide annual oral cancer
examinations, even though they recognize
their importance (1;10). Furthermore,
preliminary oral cancer training in medical
schools lacks both adequacy and compre-
hensiveness (9).

While organized dentistry is beginning to
acknowledge this responsibility, there appears
to be no strong incentive for any group of
clinicians to make ora and oropharyngeal
cancer detection a priority in the way that
dermatologists have for skin cancer detection.
As dentistry is beginning to take ownership of

this issue, the upgrading of awareness,
education, training, and motivation should be
applied across many disciplines, including
family practice and internal medicine.

The Ora and Oropharyngeal Cancer Work-
group offers three goas by which the
involvement of dentists, hygienists, physicians,
and nurses in the prevention and early detection
of ord and oropharynged cancer can be
upgraded to have a significant impact on
mortality and quality of life for survivors.
First, we propose that professional awareness
and education about oral and oropharyngeal
cancer begin with young professionas in
medical and dental schools in New Jersey.
Second, practicing clinicians should be
educated and re-educated about compre-
hensve ora and oropharyngeal cancer
examinations through continuing medical
education classes. Third, to ensure that
practicing clinicians are receiving training for
oral and oropharyngea  cancer, the
Workgroup recommends that this type of
professiona education be added to the
licensure requirements.

As stated in the public awareness section of
this chapter, it is essentia that high-risk
populations be targeted. One method to reach
specific populations is to educate profes-
sionals about the high-risk populations and
make them more aware of the need to
outreach to specia populations. Education
should particularly focus on lower socio-
economic status populations and populations
residing in areas with limited access to oral
health services. Additionally, blacks with
ora and oropharyngeal cancer have
significantly more advanced disease at the
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time of detection and a higher mortality rate

after detection; therefore education and
awareness  efforts should target this
population. Over the last 40 years, the

proportion of oral and oropharyngeal cancer
patients who are women has more than
doubled, now comprising approximately one-
third. The education of clinicians who focus

GOAL OR-3:

on women's issues should, therefore, not be
overlooked.

The Ora and Oropharyngeal Cancer
Workgroup offers the following god,
objectives, and strategies to address needs in
professional awareness and education relating
to oral and oropharyngeal cancer.

To upgrade involvement of all dentists and hygienists and those physiciansin appropriate
gpecialties in the prevention and early detection of oral and oropharyngeal cancer by
increasing the current level of awareness, education, training, and motivation among or al

and oropharyngeal healthcare providers.

Objective OR-3.1:

To provide appropriate education on oral and oropharyngeal cancer to physicians, dentists, and

hygienists in training.

Strategies:

(OR-3.1.1) Develop a core curriculum for physicians, dentists, and hygienists on the primary
prevention and early detection of oral and oropharyngeal cancer including alcohol and

tobacco studies.

(OR-3.1.2) Promote the adoption of this oral health program in New Jersey’s medica and
dental schools and in medica primary care residency programs and dental residency

programs throughout the state.

(OR-3.1.3) Support advanced training programs in Oral Medicine.

Objective OR-3.2:

To update and upgrade the knowledge and awareness of New Jersey’s practicing clinicians in the

area of ora and oropharyngeal cancer.
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Strategies:

(OR-3.2.1) Develop a continuing education program for dentists, hygienists, and interested
physicians on the primary prevention and early detection of oral and oropharyngeal cancer.

(OR-3.2.2) Introduce the continuing education (CE) program on oral and oropharyngeal
cancer through existing, aready funded CE providers (see below).

Objective OR-3.3:

To assure the citizens of New Jersey that all licensed dentists in the state have adequate baseline
knowledge of oral and oropharyngeal cancer prevention and early detection.

Strategies:

(OR-3.3.1) Recommend to the New Jersey Board of Dentistry that oral and oropharyngeal
cancer education be part of the 40-hour requirement for license renewal every two years.

(OR-3.3.2) Partner with organizations, such as the Oral Cancer Consortium, the New Jersey
Dental Association, University of Medicine and Dentistry of New Jersey, Seton Hall
University, among others, to gain support for licensure requirements for oral and

oropharyngeal cancer education.

RESEARCH AND SURVEILLANCE

escarch  needed on  ord and

oropharyngeal cancer centers on both
public hedth issues and basic biomedical
research. Included in public health issues are
studies to better understand the epidemiology
of this disease and outcomes assessments of
early detection and intervention on survival.
On the biomedical side, a better under-
standing of basic biological processes
underscoring the natural history of this
disease and development of novel treatment
strategies are prime targets.

New Jersey, while experiencing lower
incidence of the disease than the nation as a
whole, nevertheless has a higher mortality,
with cases being diagnosed at later stages, as

demonstrated earlier in this chapter.
Epidemiological research will identify the
populations at higher risk and will help target
susceptible populations for early detection
and intervention. Research into the outcomes
assessment of risk reduction interventions and
early detection in oral and oropharyngeal
cancer will guide policy for broader
application.

The histologic type of oral and oropharyngeal
cancer is predominantly squamous cell
carcinoma, comprising greater than 90% of
Cases. Prior to development of frank
carcinoma, a progression of lesions from
hyperplastic to dysplastic to carcinoma-in-situ
is believed to be the common pathway |eading
to squamous cel carcinoma Little is
understood of the genetic events leading to

Oral and Oropharyngeal Cancer -206



New Jersey Comprehensive Cancer Control Plan

the development of squamous cell carcinoma.
Efforts should be directed toward under-
standing basic biologic processes that lead to
development and progression of this entity.
Identification of reliable biomarkers that
influence prognosis and response to
treatment, as seen with many other cancers, is
lacking in oral and oropharyngeal cancer.
Within the state are significant resources for
biologic research in both our public and
private universities and other entities. No
known effective chemotherapy exists for this
disease. New Jersey is a powerhouse in the
pharmaceutical industry, which represents a

GOAL OR-4:

potent resource for exploitation of discovery
of new biologic information.

The Workgroup’'s recommendation is, there-
fore, to encourage and support research on the
epidemiology of ora and oropharyngeal
cancer, the impact of early detection and
intervention on ora and oropharyngeal
cancer, the pathogenesis of progression or
regression of dysplastic lesions in oral and
oropharyngeal cancer, chemo-prevention of
oral and oropharyngeal cancer, and the
development of improved tech-nologies in
identifying and characterizing ora and
oropharyngeal cancer.

To identify target groupsfor oral and oropharyngeal cancer that maximize inter ventional
and educational impact while per mitting cost-effectiveness evaluation.

Objective OR-4.1:

To assess knowledge of oral and oropharyngeal cancer and screening in the public and

professional sectors.

Strategies:

(OR-4.1.1) Survey a random sample of the New Jersey population to measure knowledge of
oral and oropharyngeal cancer risks, signs, and recollection of oral and oropharyngeal cancer
examinations. The survey will include demographic and geographic variables to assess bias

in the sampling procedure.

(OR-4.1.2) Survey healthcare practitioners in New Jersey to measure knowledge of oral and
oropharyngeal cancer risks, signs, and screening guidelines for oral and oropharyngea

cancer examinations.

(OR-4.1.3) Evauate practitioners competency in performing oral and oropharyngeal cancer

examinations regarding detection of premalignancies and oral and oropharyngeal cancer and
treatment using the protocol for training in the Consortium for the Prevention and Detection

of Oral Cancer.
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Objective OR-4.2:

To document prevalence of risk factors for oral and oropharyngeal cancer in New Jersey.

Strategies:

(OR-4.2.1) Use BRFSS and other data sources (such as the National Health and Nutrition

Examination Survey) to anayze the prevalence of tobacco and alcohol use, as well as
nutritional habits, in New Jersey populations.

(OR-4.2.2) Conduct a scientific research study to measure the correlation between outcomes
and factors required for optima management of patients with oral and oropharyngeal cancer.

(OR-4.2.3) Work with the Oral and Oropharyngeal Cancer Implementation Workgroup to

distribute recommendations for optimal treatment to healthcare professionals, New Jersey
Department of Health and Senior Services, and involved public health organizations.

Principal Change Agents. The following organizations will contribute to the
implementation of strategies shown. Thislist is not mutually exclusive.

New Jersey Dental Association: OR-3.3.1; OR-3.3.2

New Jersey Department of Health and Senior Services: OR-1.1.1; OR-1.1.2; OR-
1.1.3; OR-1.1.4; OR-1.2.1; OR-1.2.2; OR-1.2.3; OR-1.2.4; OR-1.2.5; OR-1.2.6;
OR-2.1.4; OR-4.1.1; OR-4.2.1; OR-4.3.1; OR-4.4.1; OR-4.4.2; OR-4.4.3

Ora Cancer Consortium: OR-1.1.1; OR-1.1.2; OR-1.1.3; OR-1.1.4; OR-2.1.1;
OR-2.1.2; OR-2.1.3; OR-3.3.1; OR-3.3.2; OR-4.1.1; OR-4.2.1; OR-4.4.1

Seton Hall University: OR-1.1.5; OR-2.1.2; OR-2.1.3; OR-3.1.1; OR-3.1.2; OR-
3.1.3; OR-3.2.1; OR-3.2.2; OR-3.3.1; OR-3.3.2

University of Medicine and Dentistry of New Jersey — Dental School: OR-1.1.1;
OR-1.1.2; OR-1.1.3; OR-1.1.4; OR-1.1.5; OR-2.1.1; OR-2.1.2; OR-2.1.3; OR-
3.1.1; OR-3.1.2; OR-3.1.3; OR-3.2.1; OR-3.2.2; OR-3.3.1; OR-4.1.1; OR-4.2.1;
OR-4.3.1; OR-4.4.1; OR-4.4.2; OR-4.4.3
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PROSTATE CANCER

IMPORTANCE OF PROSTATE CANCER
FOR CANCER PREVENTION AND
CONTROL

Prostate cancer is the second lead cause of
cancer deaths in U.S. men, and the
number one type of new cancer casesin U.S.
men (1). Evidence suggests, through autopsy
studies, that a substantial number of men have
prostate cancer that is undiagnosed (2;3).
Cancer of the prostate is the most prevalent of
all cancers in men because of dow tumor
growth rate and improved survival rate.

Risk factors that predispose men to prostate
cancer are older age, black race, and a family
history of prostate cancer (a history of having
an adffected first-degree relative at least
doubles the risk) (4). According to the
American Cancer Society, about 70% of all
men with clinically diagnosed prostate cancer
are aged 65 years or older (5). Because
prostate cancer usually occurs at an age when
conditions such as heart disease and stroke
cause death, many men die with prostate
cancer rather than fromit. Fewer than 10% of
men with prostate cancer die of the disease
within five years of diagnosis. Black men
develop prostate cancer at a higher rate than
men in any other racial or ethnic group but the
reasons for the higher rate remain unknown.
Black men are also far more likely than other
men to die of this disease. In the years 1992-
1998, 53.1 of every 100,000 black men died
of prostate cancer compared with 22.4 of
every 100,000 white men, 159 of every
100,000 Hispanic men, 14.0 of every 100,000
American Indian men, and 9.8 of every
100,000 Asian/Pacific Iander men (1).

Although the risk factors for prostate cancer
are inherent and therefore not preventable,
certain tests can be performed for early
diagnosis and screening. In 1986, the Food

and Drug Administration approved the
Prostate Specific Antigen (PSA) test as a
method to monitor prostate cancer progres-
sion. The PSA test permitted the detection of
latent and preclinical cancers that cannot be
detected by clinical means. As a result, a
large number of prostate cancers have been
diagnosed that would never have been
detected clinically (latent) or were detected
earlier than clinical detection would have
allowed (preclinical) (6). Scientific consensus
has not been reached on the effectiveness of
prostate cancer screening in reducing deaths,
and effective measures to prevent prostate
cancer have not yet been determined.

Guidelines for prostate cancer are contro-
versial primarily because of lack of evidence
from randomized trials that early detection
and aggressive treatment of prostate cancer
can reduce mortality (4). Other controversies
exist because PSA testing frequently detects
prostate cancer in older men, who may well
die of other causes long before they are
affected by the slow-growing prostate tumor
that might otherwise have gone undetected.
Additionally, as with other screening
mechanisms, patients must contend with the
possibility of false positives, anxiety over
fase positives, drawbacks to aggressive
treatment, and the burden of dealing with a
cancer that might never have been discovered
or affected the patient during his natural life.

Many physicians recommend screening to
their patients, and in recent years a substantial
proportion of men in the United States have
been screened for prostate cancer